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Executive  Summary 


This  Women  and  HIV/ AIDS  Summit  convened  130  AIDS  advocates,  community 
leaders,  service  providers,  policy  makers,  and  women  living  with  HIV/ AIDS,  all  with 
strong  history  and  experience  of  working  with  women  with  HIV/ AIDS.  During  the 
Summit,  representatives  from  the  Department  of  Health  and  Human  Services,  in 
partnership  with  these  community  leaders,  conducted  an  assessment  of  where  we  are  in 
terms  of  federal  and  state  programs  and  policies  as  they  relate  to  women  with  HIV/AIDS. 
We  asked:  what  have  we  learned  about  women  and  HIV/ AIDS  during  the  course  of  the 
AIDS  epidemic?  What  program  models  work?  Where  have  we  been  unsuccessful?  Where 
do  we  go  next? 

If  what  happens  in  the  New  York-New  Jersey  metropolitan  area-the  epicenter  of 
the  AIDS  pandemic  in  the  US-is  a  barometer  for  the  AIDS  epidemic  in  the  nation,  there 
is  a  cause  for  concern.  For  example,  in  New  York  City  new  cases  of  AIDS  in  women- 
reflecting  HIV  infection  several  years  ago-now  exceed  new  cases  of  AIDS  in  gay  men. 
According  to  the  centers  for  Disease  Control  and  Prevention  (CDC),  of  the  92,107 
persons  initially  diagnosed  with  HIV  infection  nationally  from  1 994  through  December 
1997,  26  percent  were  women.  In  1996,  AIDS  became  the  third  leading  cause  of  death 
among  women  of  reproductive  age  and  the  number  one  cause  of  death  for  African 
American  women  of  reproductive  age. 

It  is  especially  challenging  to  address  the  needs  of  women  with  HIV/AIDS 
because  one  must  come  up  with  solutions  in  the  context  of  women's  roles,  their 
socioeconomic  situations,  their  culture  beliefs  and  practices,  their  particular  life  styles 
and  experiences.  We  must  address  the  needs  of  women  infected  by  HIV/ AIDS  at 
whatever  stage  of  their  illness.  We  must  determine  whether  they  have  access  to  health 
care  or  social  services,  where  they  present  for  their  health  care,  the  availability  of  the 
latest  AIDS  treatments.  We  also  need  to  take  into  account  the  situations  of  women 
affected  by  HIV/ AIDS,  whether  their  role  is  wife,  partner,  mother,  grandmother, 
daughter,  aunt,  cousin,  niece,  or  others. 

The  deliberations  of  their  2-day  Summit  are  included  here.  This  report  reflects  the 
"collective  mind  set"  of  the  participants,  with  thoughtful  insight  and  recommendations. 
The  report  is  organized  following  the  Summit  agenda,  reflecting  the  Introduction, 
Plenary  Session,  and  Work  Group  Discussion  of  Issues  with  a  separate  section  on 
Recommendations.  There  has  been  no  editing  except  for  grammar.  As  you  can  see,  the 
words  were  spoken  with  passion,  conviction,  commitment,  anger,  frustration,  and  hope- 
but  all  spoke  with  the  common  goal  of  making  things  better  for  those  who  have  struggled, 
are  struggling,  and  continue  to  struggle  for  good  health  and  balance  in  their  lives.  I  would 
like  to  thank  our  Regional  Women's  Health  Coordinator  Sandra  Estepa  for  her 
extraordinary  effort  in  coordinating  this  conference  and  report.  Her  dedication  to 
women's  health  is  inspiring  for  us  all. 
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There  have  been  a  number  of  women  who  have  touched  my  life  and  yours  as  a 
result  of  their  personal  experience  with  HIV/ AIDS.  This  is  dedicated  to  them.  May  they 
continue  to  move  us,  teach  us,  and  motivate  us  to  do  better  in  the  programs  and  policies 
we  develop  for  women  with  HIV/AIDS  in  the  21st  century. 

Alison  E.  Greene,  Regional  Director 

US  Department  of  Health  and  Human  Services 

Northeast  &  Caribbean  Region,  Region  II 
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Report  of  Proceedings 
Women  and  HIV/AIDS  Summit:  A  New  York- 
New  Jersey  Dialogue  on  Policies  Affecting 
Women  with  HIV/AIDS 
September  16 -17,  1998 


INTRODUCTION 

The  1998  Women  and  HIV/ AIDS  Summit:  A  New  York-New  Jersey  Dialogue  on 
Policies  Affecting  Women  with  HIV/ AIDS  was  convened  by  the  US  Department  of 
Health  and  Human  Services  (DHHS),  Region  II  on  September  16  and  17  in  Newark, 
New  Jersey.  The  Summit  agenda  is  attached  as  Appendix  A. 

Summit  sponsors  within  DHHS  were  the  Office  of  the  Regional  Director,  the  US 
Public  Health  Service  (PHS)  Offices  of  Family  Planning  and  Women's  Health,  and  the 
Substance  Abuse  and  Mental  Health  Services  Administration  (SAMHSA).  The  New 
York/Virgin  Islands  AIDS  Education  and  Training  Center  (AETC)  was  a  co-sponsor. 

Summit  Objectives 

While  Region  II  consists  of  New  York,  New  Jersey,  the  US  Virgin  Islands  and  Puerto 
Rico,  the  Summit  concentrated  on  issues  and  concerns  in  New  York  and  New  Jersey. 
The  Summit  provided  an  opportunity  for  leaders  and  players  in  the  field  of  HIV/ AIDS 
and  women's  services  to  generate  key  policy  recommendations  for  the  Department  of 
Health  and  Human  Services.  The  focus  of  the  Summit  was  to  identify: 

•  the  characteristics  of  women  not  receiving  needed  services 

•  the  reasons  why  women  are  not  receiving  services 

•  strategies  to  improve  service  delivery. 

In  discussing  issues,  conference  participants  were  encouraged  to  consider  the 
following: 

•  how  existing  policies  affect  the  delivery  of  prevention  and  health  care  services 

•  how  the  economic  determinants  affect  the  issues 

•  how  racism,  sexism,  and/or  classism  affected  the  issues. 

Conference  Participants 

Participation  in  the  Women  and  HIV/ AIDS  Summit  was  by  invitation  only,  and 
selection  was  based  on  their  knowledge,  expertise,  and  contribution  made  in  the  field 
of  women  and  HIV/ AIDS.  The  130  participants  were  primarily  women,  from  both 
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professional  and  grassroots  backgrounds,  and  from  both  New  York  and  New  Jersey, 
representing  a  broad  cross-section  of  all  groups  affected  by  the  HIV  epidemic.  In  each 
discussion  track,  several  speakers  and/or  participants  were  women  living  with 
HIV/ AIDS.  A  list  of  participants  is  attached  as  Appendix  B. 

Conference  Planning 

A  conference  planning  committee,  whose  members  are  listed  in  Appendix  C,  was 
formed  in  the  fall  of  1997,  with  the  first  planning  meeting  held  on  November  19,  1997. 
Committee  members  were  nominated  by  USPHS  project  staff  in  a  manner  designed  to 
assure  broad  representation.  However,  membership  on  the  conference  planning 
committee  was  always  open  to  any  interested  person.  Over  the  course  of  nine  months, 
seven  planning  committee  meetings  were  held  to  determine  the  focus,  format  and 
content  of  the  regional  conference.  The  committee  made  several  decisions  early  on  in 
the  planning  process: 

■  This  should  not  be  a  "101"  conference,  but  instead  be  an  opportunity  for  leaders, 
experts  and  consumers  to  generate  key  policy  recommendations.  It  was  agreed 
that  the  focus  of  the  conference  would  shift  from  informational  and  networking  to 
development  of  policy  recommendations 

■  The  goal  of  the  conference  was  to  generate  key  policy  recommendations  regarding 
preventing  the  spread  of  HIV  and  critical  issues  facing  women  seeking  HIV 
services  in  New  Jersey  and  New  York. 

■  The  name  was  changed  from  "conference"  to  "working  summit"  to  reaffirm  the 
intent  that  participants  were  expected  to  generate  policy  recommendations  on  key 
issues. 


■  The  Summit  audience  was  by  invitation  only  and  New  Jersey  and  New  York  each 
received  50  percent  of  the  possible  invitational  "slots.  Representation  of  women 
with  HIV  in  all  sessions  was  imperative  with  at  least  25  percent  of  invitees  women 
living  with  HIV/AIDS. 

■  Invitees  selected  (or  were  assigned  to)  a  track  with  which  they  stayed  through  the 
entire  conference. 


■    Speakers  were  selected  not  only  for  their  expertise  but  also  based  on  their  age, 
gender,  race  and  ethnicity,  HIV  status,  and  state  of  residence.  The  intent  of  this 
selection  process  was  to  provide  broad  representation.  New  Jersey  and  New  York 
considered  experts  not  selected  as  possible  invitees. 
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■    Given  the  complexity  of  addressing  different  state  (New  Jersey  and  New  York) 
policies  in  one  conference,  as  well  as  the  inter-relatedness  of  federal  policies  and 
state  policies  in  many  circumstances,  the  committee  determined  that  federal  as 
well  as  state  policy  recommendations  should  be  generated. 


The  Summit  was  organized  around  the  major  issues  of  Women's  Rights,  Access  to 
Health  Care,  and  Prevention  of  HIV.  In  order  to  accommodate  the  many  specific 
issues,  two  tracks  were  created  for  each. 


Key  Issues 


Women's  Rights 


Track  1A: 


Counseling  and  testing 

HIV  surveillance/Names  Reporting 

Names  reporting 

Clinical  trials 


Track  IB: 


Reproductive  Rights 

Prisons 

Violence 


Health  Care  Access 


Track  2A 


Prenatal  care 
Antiretroviral  therapy 


Substance  use 
Mental  Health 


Secondary  Prevention 


Track  2B     Managed  Care 
Prisons 
Immigration 


Track  3B      Primary  prevention 
Youth/adolescents 
Elders 
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Summit  Format 

The  committee  agreed  on  the  need  to  allot  as  much  time  as  possible  to  small 
group  discussions  and  the  generation  of  policy  recommendations. 
Therefore,  the  opening  plenary  session  was  short  and  provided  an  overview 
of  the  hiv  epidemic  in  women. 

After  the  plenary,  summit  participants  divided  into  the  six  tracks  listed  above.  Each 
track  had  a  facilitator  and  three  to  five  invited  experts  who  presented  briefly  on  the  key 
issues,  including  current  policies  and  their  impact  on  women's  health  and  care.  The 
majority  of  the  small  group  time  was  spent  discussing  key  concerns  and  generating 
policy  recommendations.  The  small  groups  reported  back  to  the  full  conference  on  the 
afternoon  of  the  second  day. 
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Plenary  Session 

After  an  introduction  by  Sandra  Estepa,  from  the  Office  on  Women's  Health,  US 
Department  of  Health  and  Human  Services  (HHS),  Region  II,  the  Summit  was  opened 
by  Alison  Greene. 

The  Regional  Director  of  HHS,  Region  II,  Ms  Greene  described  the  HIV  epidemic  in 
the  US  as  becoming  "blacker  and  browner  and  poorer  and  more  diverse",  and  affecting 
more  and  more  women.  As  this  trend  increases,  so  resources  are  likely  to  decrease. 

Welfare  reform  disproportionately  affects  women,  and  especially  'unqualified  aliens'. 
In  the  meantime,  we  are  trying  to  deal  with  the  HIV  epidemic  in  the  face  of  such 
paradoxes  as  the  fact  that  we  still  cannot  provide  condoms,  needle  exchanges,  and 
adequate  sex  education,  despite  their  proven  efficacy  in  preventing  transmission  of 
HIV. 

These  considerations  must  provide  the  framework  for  shaping  future  policy  decisions. 

Guy  Alba,  Regional  Health  Administrator  of  Region  IPs  Public  Health  Service, 
provided  a  statistical  picture  of  the  epidemic,  stating  that  between  1993  and  1996,  HIV 
was  the  leading  cause  of  death  for  all  individuals  aged  25  -  44. 

The  proportion  of  gay  men  being  infected  has  been  shrinking,  while  the  number  of 
heterosexual  transmissions  is  increasing,  the  vast  majority  of  which  are  non- white.  By 
1996,  the  percentage  of  AIDS  cases  that  are  female  stood  at  23  percent,  up  from  only  8 
percent  in  1985. 

The  implications  of  these  trends,  Mr.  Alba  pointed  out,  must  shape  future  policy 
development. 

The  keynote  address  was  given  by  Helene  Gayle,  MD,  Director  of  the  National  Center 
for  HIV,  STD  and  TB  Prevention  at  the  Centers  for  Disease  Control  and  Prevention 
(CDC).  Region  II,  she  began,  is  the  region  with  the  greatest  experience  of  the  HIV 
epidemic.  US  women  are  increasingly  at  risk  for  HIV,  as  heterosexual  transmission 
overtakes  that  by  intravenous  drug  use. 

The  risk  for  women  often  stands  at  the  point  where  intravenous  drug  use  (IDU),  other 
drug  use,  money  and  sex  intersect.  Co-infection  with  other  sexually  transmitted 
diseases  (STDs)  plays  an  important  part  in  risk  of  HIV,  especially  for  women. 

Globally,  women  make  up  42  percent  of  individuals  infected  with  HIV,  and  women 
are  generally  affected  at  the  peak  years  of  their  productivity.  In  the  US,  AIDS  is  still 
the  leading  cause  of  death  for  African  American  women  and  men.  Although  deaths 
from  AIDS  have  decreased  in  all  groups,  this  has  occurred  unequally.  Still  the 
misclassification  of  race  and  transmission  in  data  collection  remains  a  serious 
problem. 
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Factors  that  contribute  to  transmission  of  HIV  can  be  categorized  as  follows: 
individual,  those  relating  to  health  infrastructure,  societal,  environmental  and 
structural.  Individual  factors  include  risk  behaviors  and  sexually  transmitted 
diseases.  Health  infrastructure  factors  include  the  services  that  are  available  to  cope 
with  STDs,  drug  treatment  programs,  counseling  and  testing  services  (their 
availability,  accessibility  and  quality),  and  prevention  case  management. 

Societal  factors  include  drug  use,  sexual  norms,  attitudes  to  condoms,  racism, 
homophobia  and  gender  inequality.  In  all  of  these,  prejudice,  hope  or  hopelessness, 
levels  of  self-esteem,  empowerment,  isolation,  and  choice,  principally  economic 
choice,  affects  the  individual's  ability  to  contend  with  societal  pressures  when  they 
arise  in  negative  ways. 

Environmental  factors  include  poverty,  education,  drug  use,  and  other  factors, 
closely  tied  to  structural  factors  which  include  laws  and  policies  (e.g.  on  prisons  and 
justice,  needle  exchange,  school  programs  etc.). 

Dr.  Gayle  defined  the  changing  levels  of  risk  for  women,  especially  those  who  use 
"crack"  cocaine  or  are  involved  in  sex  for  money,  who  are  now  at  equal  risk  with  men 
who  have  sex  with  men  (MSM).  Women  who  use  "crack"  are  estimated  to  be  at  a 
threefold  risk  of  heterosexual  HIV  transmission  compared  to  women  who  do  not  use 
crack. 

STDs  (sexually  transmitted  diseases)  are  both  a  biological  risk  factor  and  a  marker  for 
increased  risk  (e.g.  behaviorally).  For  example,  in  heterosexual  transmission,  genital- 
ulcerative  disease  increases  a  man's  risk  of  contracting  HIV  from  his  female  partner 
by  10-50  times.  A  woman's  risk  of  infection  from  her  male  partner,  by  comparison, 
increases  between  50-300  times  when  she  has  a  genital-ulcerative  disease. 

Women  are  at  increased  risk  of  STDs  compared  to  men  for  reasons  that  include  power 
dynamic,  prevention  technology  and  anatomy.  Women  are  less  likely  to  seek  care  for 
HIV,  STDs  drugs  and  so  on.  The  frequency  of  symptoms  of  STDs  in  women  is  lower 
than  that  in  men,  who  bear  less  social  stigma  when  infected  with  a  sexually  transmitted 
disease,  and  in  any  case  are  easier  to  diagnose  than  women.  Women  suffer  more 
severe  social  and  biological  consequences  of  STDs. 

Poverty  is  widely  accepted  as  one  of  the  major  factors  involved  in  HIV  transmission, 
and  one  of  the  most  important  targets  for  successfully  tackling  the  HIV  epidemic.  In 
the  US,  25  percent  of  Hispanic  women  live  in  poverty,  compared  to  10  percent  of 
white  women.  Women,  already  at  increased  risk  of  HIV  as  we  have  seen,  are 
disproportionately  at  further  risk  as  a  result  of  poverty. 

The  future  campaign  to  address  the  HIV  epidemic  must  focus  on  female-controlled 
methods  of  prevention  (barrier  methods,  microbicides,  choice  of  HIV  prevention  and 
hormonal  contraception,  and  increased  communication  about  risk).  We  urgently  need 
more  research  into  the  acceptability  and  efficacy  of  prevention  methods,  an  increased 
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understanding  of  protective  methods  and  the  adverse  effects  of  available  products,  and 
new  prevention  methods. 

The  health  needs  of  women  who  are  infected  with  HIV  are  numerous,  and  we  must 
focus  on  improved  monitoring  and  treatment,  better  gynecological  and  reproductive 
health  care,  more  psychosocial  care,  recognizing  the  levels  of  need  that  we  know  exist, 
and  more  substance  use  programs  and  treatment. 

The  implications  of  what  we  have  seen  so  far,  are  that  the  prevention  messages  that 
have  been  churned  out  have  been  too  simplistic  and  untargeted  to  have  good  effect. 
Above  all,  we  need  more  female-controlled  methods  of  prevention,  more  drug 
treatment  and  more  STD  services,  as  well  as  the  all-important  integration  of  services 
that  are  comprehensive,  accessible,  available  and  of  high  quality. 
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DISCUSSION  OF  ISSUES 

Track  1  A:  Women's  Rights 

The  topics  considered  in  the  first  track  on  women's  rights  (Track  1  A)  were 

■  Mandatory  testing/newborn  testing 

■  HIV  surveillance 

■  Names  reporting 

■  Clinical  trials 

Facilitator: 

Soraya  Elcock,  Federation  of  Protestant  Welfare  Agencies,  New  York 
Speakers: 

Theresa  M.  McGovern,  HIV  Law  Project,  New  York 

Sindy  Paul,  M.D.,  Division  of  AIDS,  Prevention  and  Control,  New  Jersey  Dept.  of  Health 
Cheryl  Healton,  Dr.PH,  Joseph  L.  Mailman  School  of  Public  Health,  Columbia  Univ. 
Arlene  Bardequez  M.D.,  Dept.  of  OB/GYN,  UMDNJ(University  of  Medicine  and 
Dentistry  of  New  Jersey) 
Valerie  Jackson,  New  Jersey 

Discussion: 

Mandatory  HIV  testing 

Theresa  McGovern  -  Two  things  have  brought  us  to  the  point  of  considering  mandatory 
testing  of  newborns:  the  CDC-funded  blinded  newborn  seroprevalence  studies,  which 
provided  information  for  much  needed  services,  and  the  results  of  PACT  076,  which  saw 
a  decrease  in  perinatal  transmission  of  HIV  from  25  percent  without  AZT  therapy  to  8 
percent  with  AZT  therapy.  As  a  result,  the  argument  that  knowing  a  newborn's 
serostatus  gave  no  useful  opportunity  for  intervention  was  no  longer  valid. 

However,  misconceptions  that  followed  have  allowed  political  manipulation  to  threaten 
the  process  of  good  public  health.  For  example,  in  1996,  women  were  offered  prenatal 
HIV  counseling  and  testing  for  the  first  time,  but  rather  than  building  on  this  process,  the 
leap  was  made  straight  to  mandatory  testing  of  newborns.  As  long  as  the  results  take  two 
weeks  (and  frequently  longer)  to  reach  the  mother,  the  testing  procedure  is  almost 
pointless,  since  the  mother  may  have  breast-fed,  and  therefore  infected  her  infant  in  the 
interval.  Nor  has  the  perinatal  transmission  rate  dropped  since  the  introduction  of 
mandatory  testing  of  newborns  in  New  York  State. 

Women  who  are  particularly  at  risk  as  a  result  of  this  policy  are  the  undocumented; 
women  who,  as  a  result  of  testing,  have  their  serostatus  disclosed  to  partners  who  then 
subject  them  to  violence;  and  women  in  private  care,  who  are  perceived  by  their  provider, 
wrongly,  to  be  at  no  risk  of  HIV  infection. 
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Rather  than  continuing  to  blame  women  for  providers'  failure  to  ensure  that  every  client 
is  offered  counseling  and  testing,  the  speaker  recommended  that  every  state  should  have 
mandatory  prenatal  counseling  and  voluntary  testing  of  the  mother. 

Sindy  Paul  -  Since  a  rapid  HIV  test  is  available,  though  not  widely,  this  should  be 
offered  to  women  in  labor  who  have  not  been  offered  counseling  and  testing  (for 
example,  if  they  present  with  no  previous  prenatal  care). 

The  speaker  described  the  success  of  the  New  Jersey  experience  of  mandatory  counseling 
and  voluntary  testing  of  all  pregnant  women.  There  are  an  estimated  7000  births  to  HIV 
positive  women  in  the  US  annually.   1-2000  of  the  infants  born  to  those  women  are 
estimated  to  be  infected  with  HIV  as  a  result.  New  Jersey  has  conducted  extensive  record 
reviews  and  now  considers  itself  able  to  identify  the  overwhelming  majority  of  mother- 
child  pairs.  A  large  increase  in  the  numbers  of  pregnant  and  delivering  mothers,  and 
neonates,  receiving  AZT  therapy  has  been  seen.  Compared  with  1992,  when  only  58 
percent  of  HIV  positive  pregnant  women  were  identified  as  such,  95-96  percent  are  now 
identified  before  delivery.  Having  followed  children  up  to  the  age  of  1 8  months,  the  rate 
of  perinatal  infection  has  fallen  from  22  percent  in  1993  to  16  percent  in  1996. 

In  conclusion,  pregnant  women  are  willing  to  use  AZT  z/they  are  given  adequate 
information.  Providers  are  largely  willing  to  offer  HIV  counseling  and  testing  to  their 
patients. 

Other  points  raised  by  speakers: 

■  New  Jersey  is  an  example  of  policy  supporting  science. 

■  The  Secretary  has  the  Cockburn  amendment  as  a  means  to  deal  effectively  and  justly 
with  this  issue. 

■  There  is  no  accountability  in  the  system  when  it  fails,  e.g.  when  the  results  of  the 
mandatory  test  come  back  five  weeks  after  birth,  and  the  mother  has  been  breast- 
feeding during  this  period,  unnecessarily  putting  her  infant  at  risk  of  transmission. 

■  The  process  as  it  stands  gives  a  false  impression  of  doing  something  effective  -  once 
a  child  has  received  one  PCR  test  it  is  considered  to  be  'in  care',  whereas  the  reality 
may  be  very  far  from  the  case. 

■  Mandatory  testing  of  newborns  is  not  'service'  delivery,  it  is  simply  case-finding. 
New  Jersey's  numbers  are  evidence  that  service  delivery  is  possible.  The  issue  of 
case-finding  is  broader  than  simply  obstetrics  and  gynecology  -  many  women  have 
no  prenatal  care,  but  can  be  reached  through  other  points  of  access,  e.g.  substance  use 
care. 

■  Mandatory  testing  of  newborns  creates  a  system  where  child-bearing  women  are 
forced  into  screening  linked  into  a  names  reporting  program.  If  mandatory  newborn 
screening  is  linked  to  mandatory  names  reporting  and  partner  notification,  there  is  a 
serious  risk  of  breach  of  confidentiality.  There  should  be  no  such  link,  therefore. 
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HIV  Surveillance 
Sindy  Paul 

HIV  surveillance  can  identify  trends,  priorities,  policy,  programs  and  resources,  as  well 
as  emerging  pathogens  and  strains.  The  New  Jersey  experience  shows  that  mandatory 
testing  and  voluntary  testing  is  sufficient  to  achieve  this,  and  because  the  system  uses 
names  reporting,  it  is  possible  to  track  cases  and  offer  follow-up  care  and  services. 

The  issue  of  whether  to  choose  a  system  of  'names  reporting'  or  'unique  identifiers'  is 
highly  controversial.  Names  reporting  offers  increased  confidentiality  and  security,  as 
well  as  better  follow-up  where  data  is  incomplete.  Incomplete  codes  risk  breaching 
information,  and  give  less  chance  of  specific  case  follow-up.  Only  with  names  reporting 
can  duplicate  records  be  reliably  eliminated. 

Cheryl  Healton 

32  states  have  names  reporting,  2  use  a  unique  identifier  system.  There  was  a  26  percent 
decline  in  IDUs  choosing  HIV  counseling  and  testing  when  names  reporting  was 
introduced  to  New  Jersey.  Alabama  saw  a  40  percent  drop.  There  may  be  other  reasons 
for  .these  declines  apart  from  the  introduction  of  names  reporting,  but  every  study  looking 
at  this  issue  shows  decreased  uptake  in  counseling  and  testing  if  names  reporting  is  used. 

No  European  country  uses  a  system  of  names  reporting,  and  Maryland  and  Texas,  who 
use  unique  identifiers,  have  both  enjoyed  considerable  success  in  doing  so.  The  systems 
both  show  only  a  very  small  margin  of  error. 

This  is  a  case  of  the  'greater  good'  versus  civil  liberties.  It  is  reinforced  by  the  fact  that 
funding  under  the  Ryan  White  CARE  Act  depends  on  numbers  of  clients  counseled  and 
tested.  It  is  estimated  that  approximately  50  percent  of  people  infected  with  HIV  do  not 
get  tested,  which  argues  strongly  for  blinded  seroprevalence  studies.  Conducting  names 
reporting  with  contact  tracing  is  not  a  'quick-fix',  or  an  'end  the  epidemic  magic  bullet', 
as  some  have  claimed.  Nor  are  unique  identifier  systems  much  more  expensive  than 
names  reporting  systems. 

Other  points  raised  by  speakers  included: 

■  HIV  reporting,  by  whatever  means,  is  never  more  than  incomplete  surveillance. 

■  We  need  to  expand  seroprevalence  data  beyond  HIV  reporting,  not  least  to  identify 
women  at  risk. 

s    There  is  an  urgent  need  to  recognize  female  to  female  transmission:  CDC  needs  to 
add  a  category  to  its  tracking  data  in  order  to  monitor  this.  As  they  stand  at  the 
moment  there  is  under-reporting  of  sexual  transmission  in  women. 

■  Surveillance  needs  to  be  non-stigmatizing,  and  carried  out  across  socioeconomic 
delineations  (as  shown  by  the  hidden  epidemic  in  the  white  population  with  private 
health  care) 
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■  Linking  funding  to  'productivity'  e.g.  contact  tracing  has  led  to  such  practices  as 
MDs  taking  names  from  phone  books  in  order  to  fulfill  the  grant-allowing  quota 

■  Managed  care  and  surveillance  raises  important  concerns 

■  Education  within  the  counseling  session:  this  needs  to  be  of  high  quality  or  will  be  of 
no  use 

■  The  quality  of  counseling  in  anonymous  sites  was  called  into  question 

■  Access  to  counseling  and  testing:  are  testing  sites  being  located  in  poor  communities? 

■  Linking  surveillance  to  access  to  care  -  what  is  the  point  of  case  finding  if  not  to  offer 
care  as  a  result? 

■  Some  substance  use  sites  are  linking  substance  use  treatment  with  counseling  and 
testing  and  HIV  treatment 

■  Who's  infected  now,  where  is  the  epidemic?  -  these  questions  can  be  answered  only 
by  HIV  surveillance  (AIDS  data  are  too  old) 

■  Confidentiality  and  civil  liberties:  fear  of  breach  of  confidentiality  leads  to  a  decrease 
in  uptake  of  testing 

■  The  'browning'  of  the  epidemic 

■  Name  is  kept  on  a  'list'  for  ever,  and  the  Department  of  Health  is  not  immune  from 
legislative  efforts  to  widen  access  to  the  list 

■  Funding  is  needed  for  evaluation  of  the  quality  of  counseling  and  testing. 

Clinical  Trials 
Arlene  Bardequez 

It  is  important  for  women  to  participate  fully  in  clinical  trials  because  drugs  should  be 
tested  in  the  populations  in  which  the  drugs  will  be  used,  and  the  optimal  way  of  getting 
safety  and  efficacy  data  is  before,  not  after,  approval  is  given. 

The  reality  is  that  there  is  minimal  data  on  drugs  in  women.  A  number  of  problems  have 
been  encountered,  for  example,  ACTG  875,  a  study  of  contraceptive  use,  STDs  and 
cervical  dysplasia,  used  sites  that  were  'not  equipped'  for  gynecological  exams.  ACTG 
293  was  unable  to  recruit  sufficient  numbers  of  women  because  of  insufficient  linkage 
with  communities.  In  ACTG  251,  testing  thalidomide  as  a  treatment  for  aphthous  ulcers, 
the  FDA  wanted  to  deny  women  entry  to  the  trial. 

Collaboration  is  needed  with  pharmaceutical  companies  to  include  women  in  clinical 
trials.  The  numbers  of  older  women  recruited  should  be  increased,  given  the  variations  in 
presentations,  for  example  increased  rates  of  encephalopathy,  and  age-dependent  factors 
e.g.  the  tendency  for  some  protease  inhibitors  to  cause  hypertriglyceridemia  and 
hyperglycemia,  which  are  more  significant  in  older  women  with  increased  risk  of 
diabetes  mellitus. 

There  should  be  new  initiatives  on  women  only  trials.  Other  gaps  should  be  addressed 
include:  lipodystrophy,  wasting,  drug  interactions  e.g.  hormone  replacement  therapy  and 
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anti-retroviral  therapy,  reproductive  toxicity  issues.  Special  populations  to  be  considered 
include  teenagers,  substance  users  and  older  women. 

Barriers  to  women  being  included  in  clinical  trials  include: 

■  those  at  the  enrollment  stage  (cultural  beliefs,  adherence  issues,  the  availability  of 
trials,  confidentiality,  social  barriers  for  care  givers  e.g.  not  having  child  or  elder  care 
to  enable  them  to  enter  and  remain  in  the  trial) 

■  gender  differences  (up-to-date  knowledge,  advocacy,  networking) 

■  HIV-1  diagnosis  (prevention,  education  and  financial  or  social  dependence) 

■  Trial  design  (questions  such  as  'what  is  relevant',  'can  it  be  answered',  'what  will  it 
take  to  get  the  answer'  are  not  attuned  to  women's  issues) 

Other  points  raised  by  speakers  included: 

■  There  is  inadequate  funding  to  ensure  that  HIV  positive  women  can  participate  in 
clinical  trials,  specifically  to  cover  transportation,  child  care,  respite  care,  incentives 

■  Education  on  clinical  trials  should  be  culturally,  linguistically  and  developmentally 
appropriate 

■  Researchers/providers  often  have  research  issues  foisted  on  them  e.g.  by 
pharmaceutical  companies,  rather  than  being  relevant  to  patients  or  patient-initiated 

■  Adequate  representation  of  women  in  clinical  trials 

■  False  perception  of  safety:  when  a  drug  has  been  tested  and  declared  safe,  it  is  usually 
with  very  few  women  participants,  so  that  data  on  dose,  side  effects  etc.,  is 
inadequate,  therefore  more  education  on  clinical  trials  is  needed 

■  Priorities  for  women  seldom  include  their  own  health 

■  Need  strong  language  around  informed  consent 

■  Mistrust  of  medical  profession  especially  in  communities  of  color 

■  Disempowerment  -  women  hampered  by  their  domestic  situation 

■  FDA's  refusal  to  require  pharmaceuticals  to  include  women  and  provide  adequate 
data  on  women 

■  Health  care  providers  be  educated  about  legal  and  ethical  responsibilities 

■  FDA  should  ensure  that  women  are  both  adequately  protected  and  not  falsely 
excluded  e.g.  inadequate  monitoring  of  informed  consent  and  exclusion  data 

■  Father's  consent  in  clinical  trials  on  pregnant  women 

■  Antiretroviral  registry  is  not  adequately  funded  therefore  not  really  happening 

■  FDA  refuses  to  enforce  Phase  IV  (pharmacokinetics  and  drug  effects  once  the  drug  is 
in  the  community)  even  though  it  is  in  the  regulations 

■  Need  adequate  funding  for  all  trials 

■  Those  who  have  lost  their  children  to  foster  care  have  no  involvement  in  consent  for  a 
child 

■  Need  resources  to  ensure  that  languages  do  not  exclude  women 

■  Adolescent  women,  when  pregnant,  are  considered  'emancipated  minors'  and  can 
enter  trials.  When  not  pregnant,  they  need  parental  consent. 
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Track  1B:  Women's  Rights 

The  three  topics  considered  in  the  second  track  on  women's  rights  (Track  IB)  were 

■  Reproductive  rights 

■  Prisons 

■  Violence 

Facilitator: 

Pamela  Dole,  University  of  Connecticut,  School  of  Nursing 
Speakers: 

Wilma  Montanez,  Jesse  Smith  Noyes  Foundation,  New  York 
Ana  Dumois,  Ph.D.,  DSW,  Community  Healthcare  Network 
Eileen  Crispi,  Taconic  Correctional  Facility,  New  Jersey 
Ramona  Hicks,  St.  Clare's  Prison  Project,  New  York 
Yvette  Murray,  YRM  Consulting  Unlimited,  New  Jersey 
Marsha  Jones,  New  Jersey 

Discussion: 

Ana  Dumois  began  by  stressing  the  need  to  address  economic  determinants.  Since  1965, 
problems  have  been  the  same  -  the  one  common  denominator  has  been  that  women  and 
children  were  minorities,  poor  and  had  no  access.  By  the  amendments  to  the  Social 
Security  Act  of  1965,  which  created  Medicaid,  the  government  was  supposed  to  allocate 
resources  to  this  group.  Now,  managed  care  is  supposed  to  remove  barriers  to  access  by 
transferring  dollars  from  public  to  private  and  allow  the  economic  market  to  allocate. 
This  is  not  the  right  way  to  allocate  resources  and  providers  should  not  tolerate  the  move 
toward  HMOs.  Providers  should  not  support  a  market  system  that  does  not  promote 
quality  service. 

Yvette  Murray  pointed  out  that  classism  is  an  important  issue  in  our  country,  one  that  is 
taboo  in  many  discussions.  She  urged  women  to  understand  the  nature  of  capitalism.  We 
are  a  nation  built  on  oppression  and  empowerment  is  not  possible  in  capitalism.  Women 
are  disenfranchised  from  sexuality. 

She  made  a  number  of  points  on  domestic  violence.  First  of  all,  domestic  violence  tends 
to  exacerbate  mental  health  problems.  Models  of  care  cannot  be  useful  for  women  who 
lack  choice  to  use  them,  and  in  any  case  treatment  models  need  to  be  scrutinized  for  their 
relevance  to  women  who  are  battered. 

Affluent  women  have  specific  problems  that  are  easy  to  overlook  but  must  not  be 
forgotten.  Linkages  between  agencies  that  deal  with  domestic  violence  and  family 
planning  are  needed,  and  it  is  important  not  to  forget  that  domestic  violence  occurs  in 
female/female  relationships. 


13 


Women  and  HIV/ AIDS  Summit:  A  NY-NJ  Dialogue  on  Policies  Affecting  Women  with  HIV/AIDS 

Partner  notification  may  lead  to  domestic  violence,  and  the  need  still  exists  for 
anonymous  testing,  as  does  the  need  for  sensitivity  in  dealing  with  women's  reasons  not 
to  leave  abusive  relationships.  Welfare  reform  efforts  to  identify  a  child's  father  can  lead 
to  abusive  men  locating  women  and  children  at  risk  for  violence,  and  this  should  be 
anticipated  and  avoided  at  all  costs. 

Marsha  Jones  also  addressed  the  issue  of  domestic  violence  and  HIV  infection  in 
women.  She  described  the  correlation  between  HIV  and  domestic  violence  as  one  of 
self-esteem;  for  example  the  tendency  for  women  to  believe  that  any  relationship, 
however  abusive,  is  "better  than  nothing."  An  important  message  for  women  living  in 
abusive  relationships  is  that  they  do  not  need  to  live  in  this  way. 

Women  with  HIV  need  to  be  encouraged  to  believe  that  HIV  will  not  kill  them.  HIV 
clients  need  to  participate  in  their  own  care,  and  above  all  need  to  be  informed 
consumers. 

Care  for  battered  women  is  not  just  about  getting  out  of  a  relationship,  but  about  breaking 
the  cycle  of  abuse;  clients  need  to  develop  support  systems  to  help  them  with  this. 

Wilma  Montanez  pointed  out  that  reproductive  rights  mean  different  things  to  different 
people.  Medicaid  does  not  cover  birth  control  but  Viagra  may  be  covered.  Reproductive 
rights  are  viewed  by  some  as  just  a  women's  issue  and  by  others  through  the  prism  of 
'femophobia'. 

Many  women's  groups  or  reproductive  rights  groups  have  ignored  issues  about  women 
and  HIV.  People  are  uncomfortable  with  the  issues  surrounding  women  who  are  HIV 
positive  or  feel  no  compassion  for  pregnant  women  in  prison.  Many  groups  of  women 
(e.g.  in  rural  areas,  young  women)  still  do  not  have  access  to  abortion.  Many  women  are 
harassed  at  clinics;  often,  it  is  a  case  of  women  of  color  harassed  by  white  men. 

Other  points  made  during  the  general  discussion  included: 

•  A  discussion  of  women's  rights  in  connection  with  HIV  must  be  grounded  in  an 
understanding  of  social  justice,  economics  and  the  poor  distribution  of  resources;  they 
are  a  product  of  a  political  situation  that  the  country  refuses  to  discuss. 

•  A  commitment  is  needed  to  health  as  a  human  right  for  all  people. 

•  Market  forces  should  not  be  allowed  to  allocate  resources  to  health. 

•  Women  must  be  overtly  challenging  and  activist;  activism  is  needed  daily,  always. 

•  Leading  is  done  by  example. 

•  Acknowledging  change  is  difficult  -  it  is  a  process. 

•  Language  and  communication  continue  to  be  a  problem  in  discussing  HIV  infection; 
for  example,  anal  sex  is  often  considered  a  way  to  maintain  virginity  so  someone 
having  unprotected  anal  sex  may  say  she  is  a  virgin.  Or  some  HIV  materials  may 
imply  that  only  men  who  have  sex  with  men  engage  in  anal  sex. 

•  Another  language  difficulty  is  the  use  of  numbers  and  certain  epidemiological  terms 
(e.g.  efficiency  of  transmission)  that  hide  the  real  persons  with  HIV. 

•  Language  needs  to  be  inclusive. 
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•  We  must  participate  in  provider-patient  partnerships. 

•  Health,  HIV,  economics  and  life  issues  are  interconnected. 

•  Women  are  not  always  valued. 

•  We  need  to  remember  and  honor  the  work  that  providers  do;  we  need  to  honor 
ourselves. 

The  lack  of  clarity  in  presenting  HIV  messages  about  and  to  women  who  have  sex  with 
women  (WSW)  was  discussed.  More  research  on  WSW  risk  is  needed  and  more  explicit 
language  and  information  is  needed  in  materials  published  by  CDC.  Oral  sex  has  risk 
involved  and  information  about  this  should  be  presented. 

Several  discussants  spoke  about  HIV  issues  in  prisons,  especially  care  of  women  with 
HIV  infection.  In  prisons,  there  is  usually  little  privacy  or  secrecy,  so  maintaining 
confidentiality  about  HIV  is  difficult.  Patients  need  physicians  and  HIV  specialists  but 
often  see  only  nurses. 

Sometimes  health  care  is  withheld  as  punishment,  a  punitive  measure  that  should  be 
stopped.  On  the  hand,  women  have  a  right  to  refuse  care;  women  of  color  have  a 
"Tuskegee  paranoia"  and  often  need  to  be  reassured  about  the  benefits  of  HIV 
medications. 

The  stigma  of  HIV  continues  to  be  a  problem  in  prisons,  and  psychological  support  is 
needed  for  HIV  patients  who  have  complex  and  multiple  problems.  Public  health 
agencies  should  have  some  control  over  correctional  health  facilities,  which  are  now 
regulated  by  correction  authorities.  For  example,  prisons  do  not  offer  condoms  or  clean 
needles  although  sex  and  drugs  are  available.  Nor  do  prison  authorities  guarantee  regular 
health  appointments,  which  are  urgently  needed. 

Continuity  in  medical  charts  is  urgently  needed  in  jails,  and  follow-through  is  necessary 
if  a  woman  is  moved  to  another  facility.  Medications  must  always  be  available.  For 
example,  the  time  immediately  following  arrest  is  a  problem  for  women  with  HIV  since 
they  cannot  get  medications;  this  is  also  a  time  when  rape  by  guards  or  trading  sex  for 
favors  may  occur. 
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Track  2A:  Health  Care  Access 

The  topics  considered  in  the  first  track  on  health  care  access  (Track  2A)  were 

■  Prenatal  care 

■  Antiretroviral  Therapy 

■  Substance  use 

■  Mental  Health 

■  Secondary  Prevention 

Facilitator: 

Suki  Terada  Ports,  Family  Health  Project,  New  York 
Speakers: 

Gina  Brown  M.D.,  Columbia-Presbyterian  Medical  Center,  Dept.  of  OB/GYN,  New 
York 

Roshawnda  Spidell,  New  York 

Tanya  Zangaglia  M.D.,  Lutheran  Medical  Center,  New  York 

Pat  Kloser  M.D.,  UMDNJ  (University  of  Medicine  and  Dentistry  of/New  Jersey 

Diana  Williamson  M.D.,  Harlem  United,  New  York 

Michelle  Lopez,  Community  Healthcare  Network,  New  York 

Zaida  Castillo,  Hispanic  AIDS  Forum,  New  York 

Karen  Irving,  Iris  House,  New  York 

Jennifer  Havens  M.D.,  Columbia-Presbyterian  Medical  Center,  Special  Needs  Clinic, 
New  York 

Alice  Terson,  AIDS  Service  Center  of  Lower  Manhattan,  New  York 
Nilda  Rodriguez,  SMARTU,  New  York 

Diana  Gubiseh-Alaya,  American  Indian  Community  House,  New  York 
Discussion: 

Jennifer  Havens,  MD  addressed  the  complexity  of  needs  of  families  affected  by  HIV. 
The  population  she  serves  needs  services  related  to  drug  use  and  mental  illness.  Many  of 
her  clients  are  single  parents  from  families  with  multi-generational  substance  use.  In 
urban  substance-abuse  neighborhoods,  patients  suffering  from  post  traumatic  stress 
disorder,  depression  and  co-morbid  substance  abuse,  is  a  frequent  finding. 

For  treatment  they  need  a  multitude  of  services,  including: 

■  Integrated  Case  Management 

■  Social  work 

■  Psychiatry  and  other  mental  health  care  services  integrated  into  health  care 

■  Family-based  services 

■  Intergenerational  care 

■  Continuity  of  care  and  long-term  care 
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Barriers  to  care  include: 

■  Lack  of  access  to  mental  health  care  services 

■  Existing  Medicaid  clinics  are  staffed  with  trainees,  resolution  in  discontinuity  of  care 
because  of  turnover 

■  Child  mental  health  providers  and  adult  providers  need  to  co-exist  because  of  the  lack 
of  family  centered  care 

■  Lack  of  substance  abuse  service  integration  into  mental  health  services 

■  Lack  of  mental  health  services  integration  with  health  services 

Gina  Brown,  MD  identified  problems  in  providing  prenatal  care  to  women  with  HIV: 

■  Appropriate  identification  of  women,  including  the  lack  of  identification  in  the 
private  sector  health  system;  women  are  more  likely  to  be  tested  in  a  clinic 

■  Acceptance  of  disease 

■  Engagement  into  care 

■  Benefits  are  interrupted  which  may  prevent  client  adherence  to  treatment  and/or  clinic 
attendance 

■  Adherence 

The  implications  of  these  problems  are: 

■  Clients  often  need  outreach  to  facilitate  treatment 

■  Need  to  provide  quality  education  about  HIV  and  pregnancy  for  clients  and  providers 

■  Active  projects  within  service  delivery  systems  are  needed  to  support  adherence 

■  Service  delivery  systems  need  to  address  home  and  family  issues  by 
institutionalizing  inquiry  and  support 

■  Total  health  care  need  for  this  population  -  not  just  care  for  HIV 

■  Lack  of  efficient  health  care  benefits — length  of  time  for  enrollment  often  too  long 

■  Lack  of  information  concerning  follow-up  care  and  manifestations 

Patricia  Kloster,  MD  stressed  the  need  for  multidisciplinary  approach  to  providing  care 
to  women  with  HIV.  Female-centered  projects/programs  should  include  nutrition, 
outreach,  case  management,  as  well  as  gynecological  services.  In  her  clinic,  a  mobile  van 
is  used  for  outreach.  Institutional  barriers  to  facilitating  continuity  of  care  and  thus, 
lessening  duplication  and  fragmentation  must  be  reduced. 

Michelle  Lopez  pointed  to  the  lack  of  processes  to  document  the  experience  of  women 
taking  antiretrovirals  and  the  lack  of  education  for  clients  concerning  adverse  effects  of 
antiretrovirals. 

Tanya  Zangaglia  ,  MD  was  concerned  that  a  health  education  component  be  included  at 
all  publicly  funded  service  delivery  systems. 

Zaida  Castillo  discussed  the  problems  facing  women  in  the  communities  that  she  serves. 
The  community  in  the  South  Bronx  is  predominately  Puerto  Rican  and  there  is  a  high 
number  of  IV  drug-using  women  with  HIV.  In  the  Jackson  Heights,  Queens' 
neighborhood,  many  of  the  women  are  from  Central  and  South  America  and  have  been 
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infected  heterosexually.  Women  with  HIV  face  multiple  problems:  domestic  violence, 
lack  of  day  care  for  women  who  do  not  work. 

Alice  Terson  spoke  of  the  need  to  improve  the  clinical  supervision  of  case  management 
staff,  provide  services  during  the  evening  to  accommodate  the  employed  population,  and 
provide  child  care  on  site. 

Diana  Gubiseh-Alaya  stressed  the  need  for  care  that  respects  Native  American  culture. 
Her  organization  uses  a  case  management,  client-centered  model  with  services  located  in 
Syracuse,  Buffalo,  Long  Island,  and  New  York  City. 

She  recommended  the  expansion  of  linkages  from  case  management/health  services 
providers  to  substance  use  treatment  centers,  and  that  incidents  and  prevalence  statistics 
should  be  present  as  a  percentage  of  the  total  population  of  Native  Americans.  She  also 
suggested  that  a  process  should  be  established  to  examine  how  treaties  affect  native 
peoples,  and  a  campaign  to  ensure  that  prevention  messages  are  available  in  native 
languages. 
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Track  2B:  Health  Care  Access 

The  three  topics  considered  in  the  second  track  on  health  care  access  (Track  2B)  were 

■  Managed  Care 

■  Prisons 

■  Immigration. 

Facilitator: 

Barbara  Chocky,  USPHS/DHHS,  New  York 
Speakers: 

Susan  Dooha,  Gay  Men's  Health  Crises 
Patrician  Nisler,  Division  of  AIDS  Prevention 

Karel  Angell,  Correctional  Health  Services,  St.  Barnabas  Hospital,  New  York 
Dorothea  Thomas,  NJ  Association  of  Corrections,  New  Jersey 
Yvonne  Graham,  Caribbean  Women's  Health  Association,  New  York 
Shirley  Tang,  Friedman  and  Sigelbaum  LLP,  New  Jersey 
Guadalupe  Franco,  HIV  Law  Project,  New  York 

Discussion: 

Managed  Care 

Susan  Dooha  began  the  discussion  on  managed  care  by  pointing  to  the  rising  number  of 
uninsured  people  in  the  US  and  the  failure  of  the  market-place  to  assure  their  access  to 
health  care.  This  suggests  that  there  is  a  need  for  a  universal  health  care  system. 

Most  of  the  women  with  HIV  are  young,  poor  and  women  of  color,  80  percent  of  whom 
receive  Medicaid  benefits  in  New  York.  There  are  many  issues  facing  women  as 
Medicaid  Managed  Care  is  implemented  in  NY.  For  example,  women  need  frequent 
health  monitoring,  including  care  on  an  "as  needed"  basis.  The  "five  minute"  visit  so 
typical  of  managed  care  will  be  insufficient. 

There  is  a  serious  concern  that  there  will  not  be  an  adequate  number  of  managed  care 
contracts  to  provide  the  amount  of  care  that  is  needed.  Similarly,  there  is  a  real  risk  that 
individuals  will  not  have  access  to  experienced  HIV  specialists  -  specialists  who  are 
knowledgeable  about  the  new  drug  regimens;  people  with  HIV  should  be  able  to  have 
specialists  as  their  primary  care  physician  or,  at  a  minimum,  have  stand-by  referrals. 

Fragmentation  of  services  raises  the  danger  that  women  will  have  to  go  to  different 
sources  of  care  for  reproductive  care,  especially  if  this  is  not  covered  in  primary  care. 
The  lack  of  information  may  become  a  barrier  to  care;  for  example,  outreach  efforts  have 
not  always  included  information.  Lastly  there  is  the  question  of  reimbursement:  will  this 
be  adequate,  since  women  with  HIV  infection  need  more  services  than  other  women. 
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Women  (and  others)  may  be  daunted  by  the  complexity  of  rules.  Many  people  will  need 
assistance  to  understand  these  new  rules;  they  must  understand  dispute  systems,  fair 
hearings  etc.  It  is  therefore  more  important  than  ever  that  care  should  be  provided  in  a 
culturally  competent  manner. 

The  impact  that  Medicaid  Managed  Care  will  have  on  the  integrity  of  the  safety  net 
institutions  such  as  public  hospitals,  federally-qualified  health  centers  and  family 
planning  clinics,  remains  unanswered,  but  still  a  serious  concern. 

Patricia  Nisler  discussed  the  implementation  of  managed  care  in  New  Jersey,  which  will 
begin  by  placing  people  on  TANF  (Temporary  Assistance  to  Needy  Families)  into 
managed  care.  This  population  is  mostly  poor  women  and  children.  Concerns  about 
capacity  have  arisen  in  New  Jersey  as  well  as  New  York.  A  request  for  information 
(RFI)  sent  to  providers  received  80  responses;  2,000  problems  were  identified,  of  which 
35  were  considered  major. 

Among  the  major  problems  were  the  fact  that  in  case  management  services  there  is  one 
case  coordinator  for  150-300  people.  In  providing  genuinely  comprehensive  primary 
care,  it  will  be  very  important  to  ensure  that  primary  care  physicians  keep  up  with 
changing  treatments.  There  remains  a  further  question:  whether  or  not  providers  of  HIV 
care  will  be  able  to  serve  only  HIV  infected  women,  and  will  they  be  prepared  to  treat 
non-HIV  conditions. 

Prisons 

Karel  Angel  discussed  the  care  of  women  with  HIV  in  Rikers  Island,  a  jail  in  New  York 
City.  Twenty  six  percent  of  women  at  Rikers  Island  are  HIV  infected  (16  percent  of  men 
are  HIV  positive)  22  percent  of  women's  Pap  smears  are  abnormal;  and,  9  percent  of  new 
admissions  are  pregnant. 

For  some  women,  jail  is  the  first  time  they  are  able  to  access  health  care.  Since  the 
median  length  of  stay  for  women  in  the  jail  is  7  days,  there  is  not  much  time  to  arrange 
for  appropriate  services. 

Dorothea  Thomas  addressed  several  problems  facing  women  in  New  Jersey  who  are 
released  from  prison/jail  to  halfway  houses.  Women  who  have  disclosed  their  HIV  status 
in  the  jail/prison  are  often  released  with  just  two  weeks  worth  of  medicine  and  no 
referrals  to  health  care. 

Some  women  with  HIV  are  not  receiving  protease  inhibitors  in  prison  because  of  the 
expense.  Many  women,  however,  do  not  self-disclose  to  medical  personnel  in  prison,  jail 
or  in  half  way  houses  because  others  will  learn  of  their  status,  since  the  distribution  of 
HIV/AIDS  medications  is  not  kept  secret.  They  are  unwilling  to  access  what  ever 
programs  there  are  for  incarcerated  women  with  HIV  infection  and  so  they  leave  with  no 
information/referrals  to  HIV  programs  in  the  community. 


20 


Women  and  HIV/ AIDS  Summit:  A  NY-NJ  Dialogue  on  Policies  Affecting  Women  with  HIV/AIDS 

Immigration 

Yvonne  Graham  discussed  the  complex  needs  of  immigrants.  Even  immigrants  who 
have  legally  entered  the  United  States  are  consumed  with  problems  relating  to 
immigration  law,  regulations,  and  interpretations  that  can  change  or  whose  understanding 
is  influenced  by  literacy  levels  and  language  problems.  Immigrants  who  have  illegally 
entered  the  United  States  face  even  more  daunting  challenges.    Immigrants  seeking 
health  care,  including  testing  and  treatment  for  HIV,  are  hampered  by  language  and 
cultural  barriers. 

Shirley  Tang  discussed  the  problems  of  immigrants  who  are  detained  by  the  Immigration 
and  Naturalization  Service  (INS)  in  centers  such  as  one  in  Elizabeth,  NJ.  Detainees  are 
not  able  to  get  needed  medical  care  and  are  often  isolated  and  despondent. 

Guadalupe  Franco  described  the  difficult  lives  of  many  women  who  enter  the  United 
States  illegally.  With  few  skills  and  resources,  lacking  support  from  far-away  family  and 
friends,  women  may  be  drawn  into  sex  work,  trading  sex  for  money  or  become  involved 
with  drugs.  They  often  fear  all  government  agencies,  even  those  providing  health  care 
because  of  their  fear  of  the  INS.  Yet,  to  return  home  is  not  an  option.  This  is  especially 
true  for  people  with  HIV  since  there  are  not  likely  to  get  specialized  HIV  care  in  poor 
countries. 
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Track  3A:  Prevention 

The  three  topics  considered  in  the  first  track  on  Prevention  were 

■  Harm  reduction/needle  exchange 

■  Prisons,  jails,  and  work  release 

■  Sex  industry 

Facilitator: 

Sara  Kershnar 

Harm  Reduction  Training  Institute. 
Speakers: 

Joyce  Rivera,  St.  Anne's  Corner  of  Harm  Reduction,  NY 
Sara  Kershnar,  Harm  Reduction  Training  Institute,  NY 
Diana  McCague,  New  Jersey  Harm  Reduction  Coalition,  NJ 
Donna  Bryant,  AIDS  Service  Center  of  Lower  Manhattan,  NY 
Linda  Gang,  Iris  House,  NY 

Rev.  Liz  Mastroieni,  Bedford  Hills  Correctional  Facility,  NY 

Joyce  Wallace,  Foundation  for  Research  on  Sexually  Transmitted  Diseases,  Inc. 

(FROST'D),  NY 

Helena  Lewis,  CARR  Department,  NJ 
Discussion: 

Harm  Reduction  and  Needle  Exchange 
Joyce  Rivera 

Drug  use  is  multi-dimensional  problem  and  so  programs  should  target  female  intravenous 
drug  users  (IDUs)  as  women  first,  and  then  address  the  various  roles  they  play  (mother, 
wife,  etc.).  The  process  to  empower  women  towards  self-reliance  takes  four  steps: 

1.  gain  an  awareness  of  women's  supportive  services 

2.  gain  normalcy  and  stability 

3.  take  control  and  responsibility  for  roles  the  woman  plays  in  the  social  network 

4.  gain  self-direction  and  reliance. 

Sara  Kershnar:  Harm  reduction  strategies  for  women  need  to  be  designed  to  meet  the 
IDU  "where  she  is"  in  terms  of  geographic  location,  educational  level,  time  of  day, 
cultural  perspective,  etc.  Programs  need  to  be  understanding  of  and  responsive  to  the 
relationship  between  HIV  and  sexual  abuse,  drug  use,  domestic  violence,  and  street 
violence. 
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Diana  McCague:  Needle  exchange  programs  should  be  legalized.  Housing  and 
treatment  programs  need  reform.  IDU  and  homelessness  are  overlapping  issues,  but 
shelters  and  domestic  violence  agencies  often  turn  away  or  discriminate  against  IDUs. 
Drug  programs  need  to  have  more  resources  for  women  with  children. 

Donna  Bryant:  More  peer  educators  in  harm  reduction  programs  are  needed.  Programs 
should  target  all  'harms'  (drugs,  sex,  cigarettes,  etc.).  Peers  should  be  educated  about 
how  to  deal  with  IDUs  at  various  stages  of  readiness  to  change. 

Prison,  Jails,  and  Work  Release 

Linda  Gang:  Drug  sentencing  disproportionately  affects  women  of  color  and  low- 
income  women.  60  percent  of  women  in  prison  are  non-violent  and  75  percent  of  women 
are  mothers  so  the  community  needs  to  find  alternatives  to  incarceration.  Discharge 
planning  needs  to  be  enhanced  -  longer,  more  case  management,  more  job  training, 
assistance  seeking  supportive  services. 

Rev.  Liz  Mastroieni:  More  behavior  change  programs  in  prison  are  needed  because 
incarceration  alone  will  not  change  behavior  patterns.  Care  should  be  taken  to  maintain 
the  family  of  women  inmates  in  order  to  break  the  cycle  of  multi-generational 
imprisonment.  Increased  monitoring  of  correction  officers  is  important  because  women 
inmates  tend  to  be  more  manipulative  and  use  sex  for  resources  in  prison. 

Sex  Industry 

Joyce  Wallace:  Seventy  percent  of  prostitutes  are  victims  of  sexual  abuse  and  have 
turned  to  the  streets  because  they  are  safer  than  at  home.  Support  programs  need  to  be 
created  that  provide  a  safe  place  for  women  who  are  on  the  fringes  of  society.  Law 
enforcement  reform  is  needed  so  police  and  the  court  system  do  not  mistreat  women 
arrested  for  prostitution. 

Helena  Lewis:  Sex  work,  homelessness,  sexual  abuse,  drug  use  and  HIV  are  overlapping 
circumstances  for  many  women.  Obstacles  exist  for  women  to  access  services  such  as 
having  a  valid  identification.  Counselors  and  outreach  workers  need  to  be  educated  to 
only  promise  clients  what  they  can  deliver  in  order  to  build  trust  in  the  system. 
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Track  3B:  Prevention 

The  three  topics  considered  in  the  second  track  on  Prevention  (Track  3B)  were 

■  Primary  prevention 

■  Youth/adolescents 

■  Elders 

Facilitator: 

Karen  Andrade-Mims,  Planned  Parenthood  of  Mercer  County,  New  Jersey 
Speakers: 

Norma  Goodwin  M.D.,  Health  Watch,  New  York 

Martha  Chavis,  Camden  Area  Health  Education  Center,  New  Jersey 

Denise  Goodman,  Project  ACHIEVE,  New  York 

Theresita  Rodriguez,  APICHA  (Asian/Pacific  Islander  Coalition  on  HIV/ AIDS),  New 
York 

Nadine  Guthrie,  State  Univ.  of  New  York  Health  Science  Center,  New  York 
Azadeh  Khalili,  HIV/ AIDS  Technical  Assistance  Project,  New  York 
Leslie  Morris,  School-based  Clinic,  Snyder  High  School,  New  Jersey 
Irene  Jesse-Hunt,  New  Jersey  Dept.  of  Health  and  Senior  Services 

Discussion: 

Primary  Prevention 

Norma  Goodwin:  When  considering  primary  prevention  of  HIV,  the  need  is  to  focus  on 
the  cross-cutting  nature  of  issues  which  relate  to  HIV:  it  is  not  possible  to  discuss 
prenatal  care,  substance  use,  mental  health,  poverty,  and  other  issues,  without  including 
HIV.  Similarly,  a  discussion  of  HIV  must  include  all  these  issues. 

We  are  seeing  the  "browning  of  the  HIV  epidemic",  as  it  is  called.  People  of  color  tend 
to  be  not  only  disproportionately  poor,  and  have  poorer  health  status,  but  are  also 
increasingly  becoming  infected  with  HIV,  especially  women  of  color. 

HIV  Counseling  and  Testing  needs  to  be  done  on  a  broader  context  and  the  following 
must  be  kept  in  mind  that  an  HIV  Test  is  only  a  'snapshot'  that  gives  information,  and 
should  serve  as  an  entry  point  to  quality  care  for  the  individual.  In  planning  prevention 
services  every  pregnant  woman  and  every  teen  should  be  considered  'at  risk',  and 
furthermore,  HIV  test  counseling  must  include  counseling  for  risk  reduction. 

Dr.  Goodwin  ended  her  presentation  by  voicing  her  concern  about  the  confidentiality  of 
women,  especially  in  the  face  of  mandatory  names  reporting  laws. 
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Denise  Goodman:  Women  are  very  concerned  about  the  growing  criminalization  of  HIV 
by  the  policies  being  enacted.  Women  do  not  tend  to  categorize  themselves  in  terms  of 
risk,  nor  do  they  necessarily  identify  with  a  "group-at-risk".  Women  are  women  and 
women  as  such  are  not  a  risk  group. 

In  addressing  effective  prevention  measures  for  women,  the  time  has  come  to  abandon 
the  medical  model  which  has  so  long  been  favored  in  HIV  and  AIDS  policy.  Women 
need  to  receive  information  and  care  in  places  other  than  the  doctor's  office. 
Communities  and  environments  that  women  want  to  be  a  part  of  need  to  be  created,  in 
order  to  reach  women.  Mandatory  community  boards  should  be  created  with  real  power 
and  which  really  involve  communities.  There  should  be  a  process  for  auditing  these 
boards  and  criteria  for  re-funding. 

Theresita  Rodriguez  described  how  there  is  a  lack  of  total  and  comprehensive  services 
for  women.  The  major  barrier  to  immigrants  receiving  health  care  and  HIV  prevention  is 
INS.  Many  immigrant  women  have  no  access  to  health  care,  mostly  due  to  fear  of 
deportation  and  lack  of  information. 

There  is  great  need  for  counseling  services  to  review  the  history  of  a  women's 
relationship  and  look  out  for  indicators  of  domestic  violence  and  abuse.  Also,  there  is  a 
strong  need  for  culturally  appropriate/linguistically  appropriate  HIV  prevention  materials. 

Ms.  Rodriguez  ended  her  presentation  by  stating  that  Asians  and  Pacific  Islanders  remain 
under-researched  and  under-served  in  HIV  prevention.  By  the  year  2000,  Asia  is 
expected  to  have  the  highest  number  of  HIV-positive  people  in  the  world.  We  must  act 
now. 

Nadine  Guthrie  made  the  point  that  there  is  still  a  lack  of  accurate  information  available 
to  women,  and  a  lack  of  acknowledgement  of  risk  among  women.  Fear  of  stigma  and 
judgement  against  women  with  HIV  infection  remain,  and  there  is  a  serious  lack  of 
access  to  health  care  for  immigrants,  mostly  as  a  result  of  fear  of  Government  and  INS. 
Mandatory  partner  notification  laws  will  cause  more  problems  as  less  women  test  out  of 
fear. 

Political  and  spiritual  leaders  in  communities  are  still  in  denial,  and  are  therefore 
insufficiently  focused  on  how  best  to  mobilize  their  respective  communities  to  effect 
prevention  campaigns  and  measures.  More  HIV  positive  women  are  needed  to  address 
communities,  build  ties,  and  be  leaders. 

The  female  condom  needs  better  promotion.  Condom  distribution  in  general  needs  to  be 
expanded,  into  such  places  as  churches,  but  this  is  not  yet  allowed. 
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Youth/  Adolescents 

Leslie  Morris  stated  that  HIV  prevention  needs  a  broader  scope;  that  is,  all  services 
(mental  health,  STD,  pregnancy,  etc.)  need  to  be  brought  together.  There  is  also  a  strong 
need  to  address  the  psychosocial  issues  which  lead  to  high-risk  behavior  (loneliness,  low 
self-esteem,  sexual  abuse,  etc.) 

Schools  can  provide  HIV  tests,  pregnancy  tests  and  so  one,  but  they  still  cannot  give  out 
condoms,  and  this  remains  a  major  source  of  frustration. 

Adolescents  who  are  not  in  schools  also  need  to  be  reached.  Many  of  these  adolescents 
are  working,  dropped  out  of  school,  or  are  incarcerated. 

Azadah  Khalili  described  how  young  people  are  not  seen  as  a  priority  because  the  AIDS 
case  rate  is  low.  However,  the  rate  of  HIV  infection  is  rising  rapidly  among  young 
people,  especially  in  young  women.  We  need  to  look  at  the  future  of  the  epidemic. 
Increases  in  HIV  are  expected  among  young  people. 

There  exists  the  concept  of  "adultism":  the  negative  viewing  of  teens  in  society.  These 
include  myths  about  the  unruliness,  lack  of  caring  and  recklessness  of  teens,  and  as  a 
result  young  people  are  getting  a  "  bad  press"  unnecessarily.  Young  people  need  to  be 
brought  to  the  table  -  put  on  boards,  included  in  decision  making,  and  serve  as  advisors. 

Schools  are  not  providing  decent  HIV  education.  Some  schools  are  only  providing 
abstinence  education.  Fear  and  stereotyping  continue.  New  York  has  mandated  HIV 
education:  although  this  is  a  good  mandate,  implementation  is  poor  and  needs 
improvement. 

Finally,  and  importantly,  we  need  to  address  the  issue  of  sexual  abuse,  especially  among 
girls.  Sexual  abuse  has  been  shown  to  lead  to  high  risk  behavior  later  in  life. 

Elders 

Irene-Jesse  Hunt  discussed  how  older  women  experience  loneliness  and  desire.  There  is 
often  a  failure  either  to  recognize  or  address  this,  especially  in  health  care.  Providers 
tend  not  to  ask  about  sexual  activity  and  risk  behavior  with  older  women.  This  results  in 
a  poor  ability  of  providers  to  diagnose  HIV  among  older  women  since  they  are  not 
expecting  it  and  fail  to  consider  it. 

Older  women  are  not  using  condoms:  one  reason  is  that  prevention  messages  are  not 
targeting  older  women.  Added  to  this  is  the  tendency  for  older  individuals  not  to 
acknowledge  that  they  might  be  at  risk  of  sexually  transmitted  infections,  including  HIV. 
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Older  women  are  also  greatly  affected  by  the  epidemic  in  other  ways.  Frequently  they 
provide  care  for  children  or  grandchildren  when  a  parent  has  HIV/ AIDS.  Many  elderly 
facilities  are  not  ready  to  deal  with  any  of  these  issues  nor  are  they  willing  to  do 
prevention. 
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III.     SUMMIT  RECOMMENDATIONS 

The  specific  recommendations  resulting  from  the  1998  Women  and  HIV/ AIDS  Summit 
are  listed  below.  Based  on  the  experience  of  providers  and  women  living  with  HIV,  in 
communities  at  the  epicenter  of  the  HIV/ AIDS  epidemic,  and  written  in  the  language  of 
participants,  these  recommendations  create  a  powerful  agenda  for  improving  the  lives  of 
women  with  HIV  infection  or  at  risk. 


Track  I     WOMEN'S  RIGHTS 

■  Counseling  and  Testing 

■  HIV  surveillance/Names  Reporting 

■  Names  reporting 

■  Clinical  trials 

■  Reproductive  Rights 

■  Prisons 

■  Violence 


Testing  of  pregnant  women  and  newborns 

1 .  There  should  not  be  mandatory  HIV  testing  of  pregnant  mother  and/or  newborns. 

2.  Pursuant  to  the  1996  Ryan  White  CARE  Act  Reauthorization  Bill's  HIV  Testing 
Provision,  the  Secretary's  Report  should  recommend  to  Congress  that  it  legislate 
mandatory  HIV  counseling  and  voluntary  testing  to  all  pregnant  women  as  early 
as  possible  during  pregnancy,  regardless  of  race,  ethnicity  and  socioeconomic 
status. 

3.  At  the  time  of  delivery,  women  should  be  screened  to  determine/asked  if  they  have 
been  offered  voluntary  HIV  testing.  If  not,  counseling  with  the  offer  of  HIV  testing 
should  occur  at  this  time. 

4.  In  order  for  women  to  give  informed  consent,  all  HIV  counseling  should  be  provided 
in  a  culturally,  linguistically  and  developmentally  appropriate  manner. 

5.  Concerning  the  provision  of  mandatory  counseling  and  voluntary  testing,  funding 
should  be  mandated  for: 

■  education  of  providers 

■  education  of  women 

■  education  of  HIV-positive  identified  women 

■  the  guarantee  of  timely  access  to  comprehensive  care. 

6.  Studies  show  that  women  will  choose  to  be  tested  for  HIV  and  to  use  AZT,  //"they  are 
given  comprehensive  and  appropriate  information  and  counseling.  However,  women 
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should  continue  to  have  the  right  to  choose  what  therapy,  if  any,  she  will  take  for 
herself  or  her  child. 


Clinical  Trials 

1 .  Since  there  should  be  adequate  inclusion  of  women  in  clinical  trials,  the  Secretary 
should  recommend  that  Congress  provide  adequate  resources  for  women  to 
participate  in  HIV-related  clinical  trials.  These  dollars  should  provide  for: 

■  Transportation 

■  Dependent  care  (regardless  of  the  HIV  status  of  the  dependents) 

■  Incentives 

■  All  support  services  necessary  to  allow  women  to  participate  in  clinical  trials. 
Regulatory  Recommendations 

■  The  FDA  should  amend  the  1993  'Women  in  Clinical  Trial  Guidelines'  to  not  only 
lift  the  restrictions  on  exclusions,  but  also  to  require  that  an  adequate  number  of 
women  participate  in  all  phases  of  clinical  trials. 

■  HHS  must  lift  regulations  that  require  paternal  consent  for  participation  in  perinatal 
trials. 

■  FDA  must  issue  the  'Clinical  Hold  Regulation'  that  forbids  the  exclusion  of  women 
from  clinical  trials  for  life-threatening  diseases  on  the  basis  of  their  reproductive 
capacity. 

■  FDA  should  enforce  the  regulations  for  Phase  IV  monitoring  of  approved  drugs  in  the 
community. 

■  HHS  should  enforce  Internal  Review  Board  (IRB)  regulations  regarding  the 
dissemination  of  the  written  results  once  a  clinical  trial  is  completed,  and  consent 
should  include  all  available  information  and  data  on  safety,  efficacy  and  side  effects. 

2.  HHS  should  recommend  to  Congress  to  provide  resources  for  education  for  women 
on  participation  in  clinical  trials,  specifically  risk/benefits  and  informed  consent. 
Furthermore,  resources  need  to  be  made  available  for  adequate  translation  of 
educational  materials  into  languages  representative  of  the  local  infected  community. 


HIV  surveillance/Names  Reporting 

1 .  We  recommend  the  development  of  a  national  HIV  surveillance  program  with  the 
following  caveats: 

■  The  system  should  assure  individuals  receive  access  to  care 

■  The  system  should  maintain  confidentiality  with  a  mechanism  for  accountability 
if  this  is  breached 

[Note:  There  was  an  overwhelming  majority  consensus  for  a  unique  identifier  system,  and 
a  minority  in  favor  of  names  reporting  among  participants  in  this  work  group.] 
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2.  If  a  system  using  names  reporting  is  created,  it  must  assure: 

■  No  linkage  to  partner  notification 

■  The  option  of  anonymous  testing 

■  Names  of  individuals  should  not  be  used  for  any  other  purpose 

■  Effective  system  of  accountability. 

3.  Since  no  HIV  surveillance  system  can  give  a  complete  or  fully  accurate  picture  of 
HIV  infection,  national  population-based  blind  studies  must  be  created. 

4.  HHS  should  ensure  the  national  availability  of  anonymous  HIV  testing  and  that  every 
person  tested  is  counseled  on  the  difference  between  anonymous  and  confidential 
testing. 

5.  CDC  transmission  categories  should  reflect  all  risks,  including  the  risk  of  woman  to 
woman  transmission. 


Reproductive  Rights 

1 .  Economics  must  not  determine  health  care  access  -  Health  Care  is  a  Human  Right. 

2.  The  government  must  continuously  pursue  strategies  to  ensure  universal  access  to 
quality  care  and  to  choice,  specifically  a  reminder  to  HCFA  that  women  are  affected 
by  the  policies  and  programs  of  Medicaid  Managed  Care. 

3.  As  a  major  overseer  of  health  care  to  women  and  women  of  color,  HCFA  must 
ask  that  the  secretary  of  HHS  determine  that  mandatory  testing  of  HIV  in 
newborns  is  not  the  standard  of  care  in  the  US. 

4.  Ensure  that  all  women  receive  culturally  sensitive  and  language-specific  information 
and  prevention  methods  in  order  to  make  informed  choices  on  reproductive  health 
care.  This  includes  but  is  not  limited  to  often  under-served  women,  such  as  women 
who  have  sex  with  women  (WSW),  lesbians,  bisexuals,  transgender  women,  and 
adolescent  girls. 

5.  Ensure  that  all  women  receive  education  and  access  to  contraception  to  prevent 
unintended  pregnancy. 


Prisons 

1 .  Ask  HHS  to  convene  a  meeting  between  the  State  Commissioners  of  Departments  of 
Corrections  and  Departments  of  Health  to  form  a  partnership  to  achieve  universal 
access  to  health  care  for  all  inmates. 
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Specifically,  meetings  between  Departments  of  Corrections  and  Departments  of  Health 
should  address: 

■  Issues  of  understaffmg  within  the  prison  system,  especially  with  medical  and 
correctional  personnel. 

■  Effective  training  for  administrative/corrections  staff,  community  providers  regarding 
HIV  and  AIDS,  which  must  include  quality  assurance  and  performance  measures. 

■  Appropriate  pre-release  planning  and  linkage  to  support  services. 

■  Access  to  preventive  measures  that  will  or  can  reduce  the  risk  of  transmission  among 
the  inmate  population  and  staff. 

■  On-going  training  of  criminal  justice  personnel  on  health  and  preventive  issues  for 
inmates. 

2.  As  per  the  8th  Amendment,  we  strongly  recommend  that  Departments  of  Health,  in 
partnership  with  Departments  of  Corrections  (and  this  partnership  should  be 
fostered),  should  both  be  held  equally  accountable  for  ensuring  that  all  women  in  the 
penal  system  should  receive  the  standard  of  care  provided/guaranteed  by  law. 
Departments  of  Health  (not  Corrections)  should  assume  the  control  of  health  care  of 
women  in  prisons. 

3.  Improved  education  and  training  must  be  provided  that  includes  updates  on 

HIV/ AIDS  treatment  and  protocol  for  both  staff  and  inmates,  so  that  better  treatment 
is  given  by  staff  and  an  opportunity  for  informed  consent  can  be  given  to  inmates. 

4.  The  Department  of  Corrections  should  not  be  allowed  to  continue  as  a  separate  entity 
without  accountability  to  a  central  governing  body.  When  violence  against  women 
and  inadequate  or  non-existent  treatment  for  HIV  and  other  life-altering  diseases  are 
tolerated,  the  public  health  suffers. 

5 .  HHS  must  follow  up  on  federal  regulations  about  the  right  of  all  women  to  health 
care  (beyond  a  single  check-up  upon  entry  into  prison  system),  and  develop  state 
regulations  to  maintain  standards  and  quality. 

6.  Appropriate  pre-release  planning  and  linkage  to  support  services  must  be  an  integral 
part  of  the  process  of  release  from  prison  systems. 

7.  Adequate  training  for  administrators,  staff,  community  providers  etc.  about  HIV  is 
fundamental  to  the  needs  of  and  care  for  individuals  in  correctional  facilities. 


Violence 

1 .  HHS  should  promote  standardized  protocols  for  partner  notification  programs  to 
protect  women  in  situations  where  a  potential  for  domestic  violence  exists. 
Specifically,  from  a  public  health  perspective:  HHS  should  convene  a  council  of 
appropriate  federal  and  state  entities  to  develop  such  protocols  for  use  by  each  state. 
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Further,  it  is  recommended  that  HIV  positive  women  and  community  providers  be 
included/involved  in  this  process. 

2.  HHS  should  also  develop  and  disseminate  standardized  violence  screening  protocols 
for  use  in  health  and  mental  health  assessments. 

3.  Current  state  licensing  requirements  should  be  expanded  to  increase  the  number  of 
hours  for  training  personnel  in  prevention  of ,  and  intervention  in,  violence  against 
women.  Training  should  be  culturally,  contextually,  and  situationally  specific,  and 
also  address  violence  directed  toward  HIV  infected  and  affected  women. 

4.  Research  that  is  funded  by  agencies  of  HHS  (CDC,  NIH  etc.),  should  address: 

■  Improved  concealable,  female-controlled  contraception  and  safer  sex  methods 

■  Female  to  female  transmission  of  HIV  and  STDs 

■  The  development  and  use  of  sensitive  research  instruments  that  include  the  full 
spectrum  of  risk  behaviors  for  women 

■  Developing  and  monitoring  strategies  to  guarantee  rights  of  research  participants. 
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Track  II     HEALTH  CARE  ACCESS 

■  Prenatal  Care 

■  Antiretroviral  Therapy 

■  Substance  Use 

■  Mental  Health 

■  Secondary  Prevention 

■  Managed  Care 

■  Prisons 

■  Immigration 

Overall  Statements 

The  overarching  long  term  goal  should  be  a  universal  health  care  system  with  a  public 
health  infrastructure,  with  planning  systems  and  community  input  mechanisms  which 
will  eliminate  fragmentation  and  duplication  and  encourage  collaboration  between  public 
and  private  services,  and  deliver  comprehensive,  integrated  and  accessible  care  in  an 
equitable  and  publicly  accountable  way. 

Comprehensive  standards  of  care  for  HIV  positive  women  should  be  developed  and/or 
promulgated.  These  should  be  tied  to  specific  funding  sources  (including  mental  health, 
substance  use,  dental,  health  education,  day  care  and  primary  and  specialty  care). 

Providers  under  Medicaid  and  Medicaid  Managed  Care  should  be  held  accountable  for 
meeting  the  HIV  standards  of  care  for  women.  Specifically,  the  decision-making  power 
should  be  returned  to  client/provider  team,  and  provided  in  culturally  and  linguistically 
competent  manner.  Provision  of  services  should  be  flexible  in  the  context  of  changing 
health  status. 

Access  to  Prenatal  Care 

1 .  Amend  the  restrictions  on  the  number  of  visits  to  OB/GYN  and  for  other  health 
problems. 

2.  Education  and  counseling  for  HIV  testing  and  counseling  should  be  easily  accessible 
(including  linguistically),  always  available,  and  of  the  highest  quality. 

Access  and  Antiretroviral  Therapy 

1 .  There  should  be  equal  funding  for  male  and  female  research,  equal  funding  to  all 
regardless  of  gender,  and  more  studies  on  medications  for  women,  pregnant  women, 
and  children.  In  order  to  have  any  chance  of  acquiring  adequate  information  on  drug 
pharmacokinetics  and  safety  and  efficacy  etc.  in  women,  there  must  be  active 
recruitment  of  women  into  clinical  trials. 
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2.  The  following  should  be  mandated:  protease  inhibitors  or  appropriate  combination 
therapy,  process  eligibility,  day  therapy  and  other  services  to  enable  individuals  to 
maximize  therapeutic  benefit. 

3.  The  issue  of  individuals  losing  benefits  as  a  result  of  using  medications  and  thereby 
getting  better  must  be  addressed.  There  should  not  be  a  disincentive  for  people 
infected  with  HIV  to  take  care  of  themselves,  adhere  to  medications  and  improve 
their  health  status.  This  is  a  major  public  health  problem,  and  increasingly  so  given 
the  current  dynamics  of  the  epidemic. 

4.  All  patient  information/educational  materials  on  medications  must  reflect  gender 
analysis,  and  safety  and  efficacy  data.  Furthermore,  the  amount  of  published 
materials  on  clinical  trials  should  be  increased.  Research  information  should  be  made 
available  to  women  in  a  timely  and  accessible  manner.  Supplement  research  on 
women  with  information  and  data  on  adverse  reactions  -  the  information  should  flow 
between  FDA,  providers  and  consumers. 

5 .  Address  the  issue  of  adherence  in  a  manner  that  acknowledges  gender,  childcare 
issues,  the  impact  of  individual  lifestyles,  other  issues  for  HIV  positive  women  with 
children,  and  the  role  of  the  provider  team  in  making  adherence  easier  for  clients. 
Adherence  programs  should  be  developed  specifically  for  the  following;  sex 
industries,  the  homeless,  the  mentally  ill,  substance  users,  prisoners,  and  children. 

Access  to  Health  Care  as  it  relates  to  Substance  Use 

1 .  Comprehensive  care  and  treatment  that  links  chemical  dependency  with  HIV/ AIDS 
care  and  treatment  (through  adequate  dollars  and  service  provision)  is  fundamental  to 
addressing  the  epidemic  on  the  individual  and  community  level. 

2.  Create  or  expand  as  necessary  primary  care  substance  use  clinics,  as  a  means  to 
address  substance  use  in  a  holistic,  integrated  fashion,  rather  than  an  isolated  factor, 
unrelated  to  any  other  health  needs. 

Access  to  Mental  Health  Care 

1 .  Mental  health  services  should  be  integrated  into  supportive  services  at  the  community 
level,  and  should  deal  with  grief  support  and  counseling,  as  well  as  depression  and 
other  mental  illnesses  occurring  in  individuals  and  families  affected  by  HIV.  Support 
groups  are  not  enough.  Mental  health  services  must  be  part  of  an  integrated  system  of 
comprehensive  care. 

2.  Mental  Health  -  there  should  be  active  involvement  of  appropriate  representatives  in 
decision-making.  Policy  around  mental  health  as  it  stands  at  the  moment  does  not 
meet  the  needs  of  people  in  communities. 
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Secondary  Prevention 

1.  Develop  teams  at  federal  levels  to  address  Native  American  issues,  i.e.  impact  of 
treaty  obligations  on  HIV/ AIDS  care,  reporting  issues  and  other  HIV/ AIDS 
concerns. 

2.  Secondary  prevention  -  recognize  STD  treatment  as  treatment.  A  "  Health  101" 
perspective  is  needed:  an  understanding  of  body  structure  and  anatomy.  STD 
containment  should  be  sought  through  workshops,  community  forums,  'De- 
Tuskegee-izing'  the  community;  and,  bringing  all  workers  together 
(medical/psychiatric/social  work). 

3.  Consolidate  prevention  and  care  programs;  develop  a  national  model  -  each 
nationwide  program  must  have  primary  and  secondary  prevention  components. 

4.  Major  nationwide  promotion/public  service  announcements  on  'women  at  risk' 
should  be  made  available;  these  should  focus  on  the  larger  issues,  and  erase  attitudes 
developed  from  a  'them  vs.  us'  approach. 


Managed  Care  and  Access  to  Health  Care 

1.  In  the  absence  of  a  universal  health  care  system,  expand  existing  health  programs  like 
the  Child  Health  Initiative  to  include  adults,  regardless  of  race,  ethnicity,  citizenship 
and  health  status  by  the  year  2000. 

2.  Coordinated  outreach  which  is  CDC-funded,  neighborhood-based,  culturally 
sensitive,  educationally  sound  and  linguistically  appropriate,  targeted  to  high  risk 
populations,  such  as  women  being  discharged  from  correctional  facilities  and  INS 
detention  centers,  and  immigrants  regardless  of  status. 

3.  Ensure  that  all  Medicaid  managed  care  organizations  contract  with  safety  net 
providers  including  public  hospitals,  Federally  Qualified  Health  Centers,  community- 
based  organizations,  Ryan  White  CARE  Act  providers,  family  planning  clinics, 
diagnostic  treatment  centers  and  mental  health  clinics  that  are  culturally  and 
linguistically  competent  to  provide  and  ensure  adequate  contracts  with  each  managed 
care  organization.  State  managed  care  contracting  agency  will  provide  risk  adjusted 
rates  for  HIV  disease.  HCFA  must  monitor  and  require  that  state  managed  care 
contracting  agency  reward  and  sanction  managed  care  organizations,  including 
develop  corrective  action  plans  and  terminate  non-compliant  contractors.  This  plan 
must  be  in  place  prior  to  state  mandating  of  People  Living  with  AIDS/HIV  into 

.  managed  care. 

4.  All  Medicaid  managed  care  organizations  must  subcontract  with  community-based 
organizations  (CBOs)  to  provide  mandatory  counseling,  recommending  testing. 
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5.  Eliminate  limits  on  the  number  of  visits  (especially  a  problem  for  mental  health 
visits)  and  on  the  time  allowed  per  visit  with  primary  care  providers. 

6.  People  with  HIV  infection  should  be  told  if  they  are  exempt  from  Medicaid  managed 
care  mandates. 


Access  to  Health  Care  in  Prisons 

1 .  All  individuals  in  correctional  institutions  should  have  access  to  timely  and 
appropriate  health  care,  that  is  comprehensive,  integrated  and  sensitive  to  the  needs  of 
special  populations. 

2.  Provide  site-based  services  by  community-based  organizations  at  all  correctional 
facilities  to  facilitate  discharge  planning  for  women  at  risk  for  HIV  disease  in 
coordination  with  relevant  organizations  such  as  Departments  of  Corrections,  the 
Division  of  Parole  etc.,  to  ensure  continuity  of  care  and  a  connection  to  a  community- 
based  organization  upon  day  of  release. 

Immigration  and  Access  to  Health  Care 

1 .  More  funding  is  needed  for  community  based  organizations  to  increase  access  for 
immigrants  to  HIV  related  medications,  treatment  education,  services  and  follow-up. 
These  must  be  designed  to  be  culturally  and  linguistically  appropriate. 


Other  General  Recommendations  from  Track  II 

1 .  'Other'  categories  as  defined  by  CDC  AIDS  surveillance  programs  must  be  broken 
out  to  reflect  each  ethnic  category,  e.g.  Asian/Pacific  Islander,  Native  American,  in 
order  to  track  and  respond  to  the  epidemic  in  a  timely  and  effective  manner. 

2.  In  general,  it  should  be  recognized  that  many  people  do  not  know  how  to  read  or 
write,  therefore  efforts  should  be  applied  to  fund  literacy  programs  in  order  to 
maximize  the  prevention  message,  as  well  as  providing  greater  intrinsic  benefits  of 
such  a  program. 

3.  Day  care  provisions  should  be  available  to  women  with  HIV,  without  the  risk  of 
losing  benefits.  Day  care  for  dependents,  an  important  component  of  treatment  and 
adherence,  should  be  increased:  if  day  care  is  available,  women  with  HIV  can  then 
attend  the  services  and  facilities  they  need.  Home  attendant  care  should  be  increased. 

4.  Employment  opportunities  should  be  available  to  women  who  begin  to  feel  well 
enough  to  do  go  back  to  work.  In  order  to  go  back  to  school  and  acquire  further 
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education  or  training,  women  often  have  to  pay  out  of  pocket  for  services  such  as 
child  care.  Provision  should  be  made  to  address  this. 

5.  Funding  priorities  should  emphasize  collaboration  (medical,  social,  mental  health). 
Equal  funding  mechanisms  should  be  maintained  for  all  women. 

6.  HIV  information  sensitivity:  mandated  education  courses  funded  with  public  dollars. 
For  example,  there  should  be  outreach  to  partners  tested,  but  this  must  be  consistently 
carried  out  in  a  manner  sufficiently  sensitive  and  confidential  to  avoid  putting  any  of 
the  individuals  involved  at  risk  of  repercussions.  In  planning  outreach  it  is  important 
to  look  at  access  in  all  settings:  hospitals,  nursing,  health  and  social  services  facilities, 
and  managed  care  settings. 

7.  Change  policies  to  encourage  physicians  to  move  from  the  purely  biomedical  models 
to  more  family-based  models  of  care  for  individuals  and  families,  and  to  models  of 
care  that  integrate  case  finding,  care  and  continuing  treatment  for  all  HIV  positive 
women. 

8.  Service  providers  including  those  in  managed  care  organizations  should  recognize 
that  battery,  sexual  abuse  and  childhood  abuse  have  a  considerable  impact  on  the 
children  of  women  with  HIV. 

9.  All  states  should  provide  permanency  planning  care  for  women,  and  should  help  them 
to  make  the  transition  to  contemplate  and  accept  the  need  for  this. 

10.  HIV  counseling  and  testing  should  be  directed  to  all  women,  not  just  those  who  are 
pregnant  or  of  childbearing  age. 
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Track  III     PREVENTION  OF  HIV 

■  Harm  reduction/needle  exchange 

■  Prisons,  jails,  and  work  release 

■  Sex  Industry 

■  Primary  Prevention 

■  Youth/Adolescents 

■  Elders 


Overall  Statement 

Primary  and  secondary  prevention  of  HIV  and  related  harms  requires  a  standard  of 
comprehensive  health  care  and  social  services  for  all  women  and  their  loved  ones, 
including  women  who  are  HIV  positive  or  at  risk,  in  and  out  of  the  criminal  justice 
system,  using  drugs,  or  working  in  the  sex  industry. 

To  be  practiced,  this  Standard  of  Care  must: 

•  reflect  a  shift  in  prevention  policy  for  drug  users  and  sex  workers  that  moves  away 
from  abstinence  only  and  criminalization  policies  and  moves  towards  a  set  of  policies 
and  approaches  that  support  a  woman's  right  to  self-determination,  and  increases  the 
ability  of  health  and  social  services  and  the  criminal  justice  system  to  reduce  the 
harms  associated  with  drug  use,  incarceration,  sex  work  and  HIV. 

•  include  effective  primary  and  secondary  prevention  education  and  tools,  mental 
health  services,  preventative  and  therapeutic  health  care,  complementary  therapies, 
substance  use  management  and  treatment,  basic  needs  provision,  crisis  intervention, 
child  care,  family  welfare  support,  employment  training  and  opportunities,  violence 
prevention  and  interventions,  advocacy  training,  legal  education,  and  capacity 
building. 

•  provide  enough  resources  so  that  services  can  move  beyond  crisis  intervention  and 
toward  maximizing  the  health,  capacity  and  self-determination  of  women,  their 
families  and  the  communities  in  which  they  live. 

•  reflect  and  be  informed  by  the  experience,  knowledge  and  needs  of  the  women  they 
seek  to  serve. 

•  recognize  and  address,  either  within  the  agency  or  in  collaboration  with  other 
agencies,  the  inter-relatedness  of  the  various  harms  that  increase  a  women's  risk  for 
HIV,  of  which  HIV  risk  may  be  only  a  symptom. 

•  encourage  agencies  and  institutions  to  identify:  pieces  of  this  comprehensive  plan 
they  provide,  areas  they  can  improve  the  effectiveness  of  the  services  offered, 
services  they  can  expand  to  include  with  or  without  additional  resources,  agencies 
they  can  collaborate  with  to  provide  the  pieces  of  the  services  they  cannot  or  do  not 
want  to  provide,  and  services  that  do  not  currently  exist  in  the  community. 

•  encourage  linkages  and  collaborations  among  and  between  managed  care 
organizations,  Medicaid,  departments  of  health,  health  institutions,  prisons,  and 
community-based  organizations  and  groups. 

•  be  encouraged  by  private,  local,  state  and  federal  funding  guidelines. 
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•    be  supported  with  funding  available  for  training,  staff  and  peer  educator  development 
and  supervision,  agency  capacity  building,  and  the  development  of  authentic 
collaborations  and  linkages. 

Prevention  through  Harm  Reduction  and  Needle  Exchange 

1 .  Lift  the  federal  ban  on  needle  exchange;  needle  exchange  is  a  proven  HIV  prevention 
tool. 

2.  Further  develop  linkages  between  needle  exchange,  outreach,  and  drug  treatment  in 
the  form  of  referrals,  collaboration,  education  of  clients  and  training  of  staff  and  peer 
educators. 

3.  Increase  the  spectrum  of  services  available  for  women  and  who  use  drugs,  who 
cannot  or  do  not  want  to  stop  using  drugs  in  the  foreseeable  future,  to  include  all 
aspects  of  the  Standard  of  Care. 

4.  Recognize  that  a  women's  relationship  with  drug  use  may  change  again  and  again 
over  time,  and  that  services  need  to  be  created  to  maintain  safety  and  options  for 
women  during  all  aspects  of  this  changing  relationship. 

5.  Remove  funding  barriers,  agency  and  government  policies  and  restrictions  that 
prevent  agencies  from  providing  or  expanding  services  to  women  who  use  drugs. 

6.  Provide  resources  for,  or  access  to,  harm  reduction  training  and  consultation  to 
agencies  interested  in  including  women  who  use  drugs  in  the  services  they  offer;  this 
will  increase  effectiveness  and  build  linkages  to  services  for  women  who  use  drugs. 

Prevention  in  Prisons,  Jails  and  Work  Release 

1 .  Urge  a  philosophical  and  policy  movement  away  from  using  prison  as  the  primary 
form  of  crime,  drug  use  and  HIV  prevention  towards  an  adoption  of  the  Standard  of 
Care  as  the  form  of  primary  and  secondary  prevention  and  intervention  of  these  and 
related  harms.  While  this  requires  a  large  initial  investment,  it  will  reduce  the  overall 
human  and  financial  costs  associated  with  multi-generational  incarceration. 

2.  Increase  the  resources  and  support  for  harm  reduction-based  alternatives  to 
incarceration  that  address  the  multi-dimensional  needs  of  women  who  use  drugs  and 
are  involved  in  sex  work.  These  women  represent  the  majority  of  women  involved 
with  the  criminal  justice  system. 

3.  Increase  services  available  for  incarcerated  women,  including  health  care,  mental 
health  services,  drug  treatment,  education  and  job  skill  development,  consistent 
medical  care  and  support  for  HIV  positive  women  in  prison,  and  realistic  release  plan. 


39 


Women  and  HIV/ AIDS  Summit:  A  NY-NJ  Dialogue  on  Policies  Affecting  Women  with  HIV/ AIDS 

4.  Enforce  sanctions  against  police  and  prison  guards  who  treat  women  prisoners  with 
violence  and  abuse. 

5.  Develop  consistency  of  care  plans  for  women  moving  in  and  out  of  the  criminal 
justice  system. 

6.  Remove  barriers  preventing  women  with  a  history  of  incarceration  or  arrest  from 
securing  legal  employment. 


HIV  Prevention  in  the  Sex  Industry 

1 .  Urge  a  shift  in  policies  and  philosophy  away  from  criminalizing  women  involved  in 
the  sex  industry  and  towards  a  reduction  in  the  harm  experienced  by  women  involved 
in  the  sex  industry  and  those  communities  where  impacted  by  the  sex  industry. 

2.  Expand  the  availability  of  respectful  services  and  support  included  in  the  Standard  of 
Care  that  address  the  complex  needs  of  women  who  are  involved  in  the  sex  industry, 
whether  or  not  they  are  able  or  want  to  continue  sex  work. 

3.  Increase  the  safety  of  women  working  in  the  sex  industry  through:  self  defense 
workshops,  training  and  education  of  police  to  respond  efficiently  and  respectfully  to 
violence  against  sex  working  (and/or  drug  using)  women,  and  enforce  sanctions  for 
police,  pimps,  and  consumers  of  the  services  of  sex  workers  for  their  violence  against 
and  abuse  of  sex  working  women. 

4.  Remove  barriers  preventing  women  with  a  history  of  incarceration  or  arrest  from 
securing  legal  employment.  Increase  the  employment  skills  and  opportunities  for 
women  who  work  in  the  street  economy. 


Primary  Prevention 

All  women,  from  pre-teen  through  seniors,  must  be  identified  as  being  at  risk  for 
HIV/STDs.  Within  this  context,  we  recommend  the  following: 

1 .  Incorporation  of  HIV/STD  prevention  education  into  reimbursable  health  services. 

2.  Funding  for  the  development  and  dissemination  of  age-  and  gender-specific  cultural 
and  linguistically  appropriate  materials  for  women,  including  adolescents  and  seniors. 

3.  Cultural  competence  must  be  an  evaluation  criterion  for  awarding  and  renewal  of 
funds  for  HIV/STD  prevention  programs  for  women.  Cultural  competence  should  be 
demonstrated  through  culturally  diverse  clients,  staff  members,  members  boards  of 
directors  and/or  community  advisory  boards,  as  participants  in  the  development  of 
programs,  materials  and  delivery  of  services.  Where  an  applicant  organization  cannot 
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demonstrate  cultural  competence,  it  must  partner  with  another  organization  that  can 
do  so. 

4.  Increase  funding  for  HIV/STD  prevention  and  research  (qualitative  and  quantitative) 
to  go  directly  to  community-based  organizations  and  national  and  regional  minority 
organizations  which  are  culturally  competent.  Special  attention  must  be  given  to 
trend  data,  sub-population  groups,  and  income. 

5.  Provide  increased  funding  and  reimbursement  for  HIV/STD  prevention  to  develop 
and  maintain  group  interventions  and  mutual  support  i.e.  peer  education  and  training. 

Prevention  for  Youth  and  Adolescents 

1.  Comprehensive  and  accurate  HIV/STD  education  (K-12)  in  all  school  systems,  which 
is  consistent  with  CDC  standards. 

2.  States  must  mandate  the  availability  of  free  condoms  in  Junior  and  Senior  High 
School  facilities. 

3.  HIV/STD  primary  and  secondary  prevention  services  should  be  Medicaid 
reimbursable,  and  include  psychosocial  services  to  identify  and  intervene  in  cases  of 
sexual  abuse,  domestic  violence  and  to  provide  ongoing  counseling  and  support. 

4.  Target  out-of-school  youth  and  special  populations  (lesbian/bisexual  youth,  sex 
workers  and  sexually-abused  teens,  teens  with  HIV/ AIDS,  teens  affected  by  AIDS  in 
the  family). 

Prevention  for  Elders 

1 .  Provide  increased  funding  for  HIV/STD  prevention,  education  and  research  for  the 
over-50  population,  especially  those  in  home  care,  nursing  homes,  elder  day  care, 
senior  citizen  and  community-based  settings. 

2.  Provide  Medicare  reimbursement  for  HIV/STD  prevention  methods  e.g.  male  and 
female  condoms. 


Prevention  for  Immigrants 

1 .  Provide  increased/continued  federal  support  and  enhancement  of  330  community 
health  centers  as  a  safety  net  for  immigrant  and  other  under-served  populations. 
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Common  Themes 

Each  track  addressed  specific  issues,  resulting  in  the  recommendations  presented  above. 
However,  certain  themes  were  heard  in  all  discussions  and  underlie  the  individual 
recommendations . 


Rights  and  Principles 

A  general  conviction  that  health  care  is  a  right  for  all  people  prevailed  in  almost  all  of 
the  discussions.  This  existed  not  only  as  a  statement  of  right,  but  also  as  the  most 
equitable,  economical  and  efficient  way  in  which  to  address  health  care  for  all. 

Science  and  public  health  principles  must  continue  to  inform  and  shape  HIV  policy 

and  program  design  and  implementation,  and  above  all  they  must  take  priority  over 
political  considerations. 

The  right  to  confidentiality  (and  safeguards  to  ensure  this)  and  to  non-coercive 

approaches  to  testing  are  no  less  important  as  the  epidemic  spreads  to  women  and 
communities  of  color.  If  anything,  they  are  increasingly  important,  and  unless  these 
rights  are  upheld  it  will  be  more  and  more  difficult  to  monitor  the  real  shape  and  direction 
of  the  HIV  epidemic. 

There  was  a  consensus  on  the  urgent  need  for  recognition  of  the  link  between  general 
issues  of  women's  rights,  including  reproductive  rights,  and  appropriate  and  respectful 
HIV  health  care  for  women.  This  recognition  must  exist  on  all  levels. 

Special  Needs 

Throughout  the  summit  proceedings,  there  was  an  underlying  recognition  of  needs  of 
special  populations  of  women:  these  included  substance  users,  the  mentally  ill, 
commercial  sex  workers,  immigrants,  women  in  prison,  women  subjected  to  domestic 
violence,  women  who  have  sex  with  women,  and  adolescent  girls.  Each  must  be 
addressed  separately  and  extensively,  inclusive  of  all  issues,  from  prevention  targeting  to 
treatment  and  continuing  care. 

Individual  factors 

On  the  individual  level,  it  is  important  to  make  available  to  all  women,  regardless  of 
income,  age,  occupation,  race,  ethnic  background,  sexual  orientation  or  legal  status, 
adequate  information  on  HIV  and  STD  risks  and  prevention. 

However,  general  messages  are  insufficient:  information  must  be  specifically  targeted  to 
the  population  or  community  in  question,  and  delivered  in  a  manner  that  is  sensitive  and 
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accessible  to  those  to  whom  it  is  directed.  This  entails  an  increased  amount  of  research 
and  planning,  backed  up  by  funding  that  make  the  programs  workable  and  sustainable. 

Factors  relating  to  health  infrastructure 

Quality  information  for  all  women  must  be  backed  up  by  quality  services,  providing  both 
prevention  and  treatment  facilities,  and  including  drug  programs,  counseling  and  testing 
services,  STD  services,  prevention  case  management,  and  mental  health  services.  These 
must  be  available  in  an  integrated  fashion,  providing  comprehensive  care  that  is  available 
to  all,  accessible  to  all,  and  of  good  quality. 

This  includes  being  linguistically,  educationally  and  culturally  appropriate;  achieving 
this  may  require  considerable  investment  in  staffing  and  training.  Neither  the  source  of 
care  (e.g.  managed  care),  nor  the  status  of  the  consumer  (e.g.  immigrant,  prison  inmate, 
elder  or  private  patient)  should  prejudice  the  standard  of  care  received. 

Managed  care  in  general,  and  specifically  Medicaid  Managed  Care,  continue  to  be  a 
source  of  concern  for  women,  as  health  care  systems  change  state  by  state.  Summit 
participants  were  concerned  that  women  with  HIV  should  be  guaranteed  access  to 
primary  care,  routine  gynecologic  care,  and  HIV  specialty  care  no  matter  what  the 
financing  system.  The  Medicaid  fee-for-service  system  was  criticized  for  being  plagued 
by  duplication  and  fragmentation,  which  must  be  avoided  in  managed  care,  if  women's 
health  is  to  be  safeguarded. 

The  need  for  HIV  prevention  and  care  services  is  central  to  the  campaign  to  confront  the 
HIV  epidemic.  However,  time  and  again  participants  backed  this  up  with  the  concern 
that  these  services  must  be  adequately  funded,  monitored,  and  evaluated,  with 
recourse  to  systems  for  redress  and  improvement  when  found  to  be  at  fault,  if  they  are  to 
be  effective. 

There  is  an  urgent  need  for  women  to  be  an  integral  part  of  the  scientific  investigation 

of  HIV  through  research  and  clinical  trials.  This  must  be  mandated  at  all  relevant  levels, 
including  in  requirements  of  pharmaceutical  companies,  and  backed  up  with  funding  that 
ensures  women's  participation. 

The  problem  of  the  manner  in  which  the  health  care  system  stereotypes  (profiles) 
women  who  are  or  are  not  at  risk  for  HIV  infection  by  racial,  age  or  economic  categories 
must  be  addressed  and  remedied.  Ironically  for  a  health  system  based  on  the  ability  to 
pay,  women  receiving  publicly  funded  obstetric  care  in  New  York  City  have  higher  rates 
of  prenatal  counseling  and  testing  than  women  in  private  care  outside  the  city.  Some 
providers  continue  to  think  that  higher  income  women  or  white  women  or  married 
women  etc.  are  not  at  risk  for  HIV  and  thus  do  not  address  the  issue  of  testing  with  them. 

The  participants  agreed  that  there  is  an  increasingly  urgent  need  for  women  to  have 
access  to  methods  of  protection  that  they,  rather  than  their  sexual  partners,  control.  This 
warrants  increased  research  into  female-controlled  methods  of  prevention;  ideally 
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prevention  of  disease  and  prevention  of  pregnancy  should  be  separated  so  that  women 
who  want  to  conceive  a  child  without  the  risk  of  STDs  or  HIV  may  do  so. 

Societal  Factors 

Society's  reluctance  to  recognize  its  impact  on  individuals'  behaviors,  choices  and  health 
status  is  a  serious  impediment  to  combating  HIV,  especially  in  women.  Community, 
religious  and  political  leaders  have  an  important  responsibility  to  address  the  sources  and 
effects  of  drug  use,  alcohol  use,  sexual  norms,  racism,  homophobia  and  gender 
inequality,  in  a  non-punitive,  constructive  manner. 

Similarly,  society  must  accept  the  realities  faced  by  many  women  in  their  daily  lives:  to 
name  but  a  few  examples,  rape  and  sexual  abuse  in  prisons,  the  immediate  and  long-term 
effects  of  child  abuse,  the  prevalence  and  effects  of  domestic  violence,  the  prevalence 
and  effects  of  mental  illness,  and  the  existence  of  societal  barriers  to  accessing  health 
care  that  exist  for  many  women,  especially  commercial  sex  workers,  immigrants  and  the 
incarcerated. 

Accepting  these  realities  is  only  the  first  step;  effecting  this  change  requires  will  and 
financing,  not  simply  to  'make  a  show',  but  to  have  an  impact  that  will  seriously  combat 
the  HIV  epidemic. 

Environmental  and  Structural  Factors 

Throughout  the  summit,  the  effects  of  poverty  on  both  transmission  and  treatment 
surfaced  repeatedly  in  discussions.  It  was  agreed  that  until  poverty  is  addressed  in  a 
serious  manner,  many  of  the  attempts  to  combat  the  epidemic  will  be  ineffective. 

Denying  sex  education  to  those  who  are  vulnerable  to  STDs  and  HIV  was  roundly 
condemned.  It  is  hoped  that  policy  will  effect  protection  to  those  at  risk  by  targeting 
children  and  youth  for  such  intervention  before  they  become  sexually  active. 

Barriers  to  combating  the  HIV  epidemic  that  are  maintained  by  law  were  universally 
held  to  be  unacceptable;  the  most  obvious  of  these  are  the  restrictions  on  needle 
exchange  programs. 

Other  ramifications  of  the  legal  system  that  are  unacceptable  include:  resorting  to  prison 
sentences  for  inappropriate  offences,  and  the  tendency  for  the  mentally  ill  to  end  up  in 
these  institutions  when  they  should  be  in  well-funded  community  programs.  These  are 
particularly  abhorrent  because  they  put  women  at  risk  of  HIV  transmission  through  rape 
and  abuse  in  prison. 
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The  1998  WOMEN  &  HIV/AIDS  SUMMIT 
A  New  York-New  Jersey  Dialogue  on  Policies  Affecting 

Women  with  HIV/AIDS 

September  16  &  17,  1998  Newark,  New  Jersey 

AGENDA 


Wednesday,  September  16, 1998 


8:30  -  9:00  am         REGISTRATION  and  Continental  Breakfast 

Essex  Room 

9:00  -  11:00  OPENING  PLENARY  SESSION 

Essex  Room 

INTRODUCTION: 

Sandra  Estepa 

Office  on  Women's  Health 

U.S.  Department  of  Health  &  Human  Services,  Region  II 

WELCOME: 

Alison  E.  Greene 
Regional  Director 

U.S.  Department  of  Health  &  Human  Services,  Region  II 
Guy  Alba 

Regional  Health  Administrator 

U.S.  Department  of  Health  &  Human  Services,  Region  II 

INTRODUCTORY  SPEAKER 

Marsha  Martin,  DSW 

Special  Assistant  to  the  Secretary 

U.S.  Department  of  Health  &  Human  Services 

KEYNOTE  ADDRESS 

Helene  Gayle,  MD 
Director 

National  Center  for  HIV,  STD  and  TB  Prevention 
Centers  for  Disease  Control  and  Prevention 
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The  1998  WOMEN  &  HIV/ AIDS  SUMMIT 

A  New  York-New  Jersey  Dialogue  on  Policies 
Affecting  Women  with  HIV/AIDS 

September  16  &  17,  1998  Newark,  New  Jersey 

PARTICIPANT  LIST 
Women's  Rights,  Track  1A 

UMDNJ 


Facilitator 

Soraya  Elcock 

Federation  of  Protestant  Welfare  Agencies 

Speakers 

Newborn  Testing/Mandatory  Testing 
Theresa  M.  McGovern 
HIV  Law  Project 

Sindy  Paul,  M.D. 

Division  of  AIDS,  Prevention  and  Control 
New  Jersey  Dept  of  Health  &  Senior 
Services 

HIV  Surveillance 

Cheryl  Healton,  Dr.PH 

Joseph  L.  Mailman  School  of  Public  Health 

of  Columbia  University 

Clinical  Trials 

Arlene  Bardequez,  MD 
Department  of  OB/GYN 
UMDNJ 

Valerie  Jackson 

Track  1A,  New  Jersey  Invitees 

Merlyn  Coleman-Francis 

New  Jersey  Dept  of  Health  and  Senior 

Services 

Stephanie  Harris-Kuiper 


Karen  Kun 

New  Jersey  Women  &  AIDS  Network 

Maryann  Pietrowski 
Horizon  Health  Center 

Anita  Vaughn,  MD 

Newark  Community  Health  Center 

Donna  Weinman 
Hyacinth  AIDS  Foundation 

Track  1  A,  New  York  Invitees 

Margaret  Brennan 

AIDS  and  Adolescent  Network  of  New 
York 

Mari  Da  Silva 
Women  in  Crisis 

Alison  Greene 
Regional  Director 
USPHS/DHHS,  Region  II 

Susan  Holman 
SUNY  Downstate 

Christina  Kazanas 
Harlem  Directors  Group 

Lucy  Mercado 
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Ryan  Community  Health  Center 

Fernando  Morales 
Office  of  General  Counsel 
USPHS/DHHS 


Ana  Oliveira 

Gay  Men's  Health  Crisis 

Liz  Reich 

AIDS  and  Adolescent  Network  of  New 
York 

Lesley  Stein 
ARCS 

Women's  Rights,  Track  IB 
Facilitator 

Pamela  Dole 

University  of  Connecticut,  School  of 
Nursing 

Speakers 

Reproductive  Rights 

Wilma  Montanez 

Jesse  Smith  Noyes  Foundation 

Ana  Dumois,  Ph.D.,  DSW 
Community  Healthcare  Network 

Prisons 

Eileen  Crispi 

Taconic  Correctional  Facility 

Ramona  Hicks 

St.  Clare's  Prison  Project 

Violence 
Yvette  Murry 

YRM  Consulting  Unlimited 
Marsha  Jones 


Track  IB,  New  Jersey  Invitees 

Michelle  Anderson 

Planned  Parenthood  of  Metro  New  Jersey 

Gwendolyn  Davis 
Newark  STD  Clinic 

Clare  Griffin 

Life  Network  Center 

Giselle  Pemberton,  New  Jersey  AIDS 
Education  and  Training  Center 

Maureen  Spittlehouse 
New  Jersey  Dept.  of  Health 

Track  IB,  New  York  Invitees 

Daniel  Baxter,  MD 

Ryan  Community  Health  Center 

Chris  Cynn 
HrV  Law  Project 

Maria  Diaz 

Office  of  Family  Planning 
USPHS/DHHS 

Maria  Favuzzi 

New  York  City  Dept.  of  Health 

Tracie  Gardner 

The  Hudson  Planning  Group 

Lyndon  Havilland 
NY/VI  AETC 

Joseph  L.  Mailman  School  of  Public  Health 
of  Columbia  University 

Jacqueline  Nieves-De  La  Paz 
Women's  Prison  Association 

Ann  Vazquez 

Steinway  Child  and  Family  Services 

Christine  Williams 
New  York  Hospital 
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Health  Care  Access,  Track  2A 


Facilitator 

Suki  Terada  Ports 
Family  Health  Project 

Speakers 

Prenatal  Care 

Gina  Brown,  MD 

Associate  Professor  of  OB/GYN 

Columbia-Presbyterian  Medical  Center 

Roshawnda  Spidell 

Antiretrovirals 

Tanya  Zangaglia,  MD 
Lutheran  Medical  Center 
New  York 

Pat  Kloser,  M.D. 
UMDNJ 

Diana  Williamson,  MD 
Harlem  United 

Michelle  Lopez 

Community  Healthcare  Network 

Substance  Use 
Zaida  Castillo 
Hispanic  AIDS  Forum 
New  York 

Karen  Irving 
Iris  House 
New  York 

Mental  Health 

Jennifer  Havens,  MD 
Special  Needs  Clinic 
Columbia-Presbyterian  Medical  Center 
New  York 

Alice  Terson 

AIDS  Service  Center  of  Lower  Manhattan 

Secondary  Prevention 

Tanya  Zangaglia,  MD 
Lutheran  Medical  Center 
New  York 


Diana  Gubiseh-Alaya 

American  Indian  Community  Health 

Track  2A,  New  Jersey  Invitees 

Maria  Alvarez 
PROCEED 

Diane  Babitz 

Division  of  AIDS  Education 
UMDNJ 

Mary  Deihl-Collado 
NJHPCPG 

Clara  Gregory 
AIDS  Division 

New  Jersey  Dept  of  Health  and  Human 
Services 

Shauwea  Hamilton 

Organizing  for  Community  Development 

Diane  Watts 
Project  Street  Beat 

Track  2A,  New  York  Invitees 

Marlynn  Cook 
Family  Health  Center 

Jecenia  DeJesus 

Women's  Treatment  Project 

Sandra  Estepa 

Office  of  Women's  Health 

USPHS/DHHS 

Herman  Janiger 

US  Food  and  Drug  Administration 

Shirley  Oliver-Miller 
International  Planned  Parenthood 

Lydia  Rodriquez 

Ryan  Community  Health  Center 

Kay  Scott 

Yonkers  General  Hospital 
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Health  Care  Access,  Track  2B 


Facilitator 

Barbara  Chocky 
USPHS/DHHS 

Speakers 

Managed  Care 

Susan  Dooha 

Gay  Men's  Health  Crisis 

Patricia  Nisler 

Division  of  AIDS  Prevention  and  Control 
New  Jersey  Dept  of  Health  and  Senior 
Services 

Prisons 

Karel  Angell 

Correctional  Health  Services 
St.  Barnabas  Hospital 

Dorothea  Thomas 

NJ  Association  of  Corrections 

Immigration 

Yvonne  Graham 

Caribbean  Women's  Health  Association 
Shirley  Tang 

Friedman  &  Sigelbaum  LLP 

Guadalupe  Franco 
HrV  Law  Project 


Track  2B,  New  Jersey  Invitees 

Yolanda  Holmes 

Track  2B,  New  York  Invitees 

Dr.  Sapphire  Anderson 
Faith  Dynamics 

Guy  Alba 

Regional  Health  Administrator 
USPHS/DHHS 

Elizabeth  Benjamin 
Legal  Aid  Society 

Claude  Colimon 

Consultant  for  Minority  Health 

USPHS  Regional  Programs 

Alexis  Lang,  MD 

Arthur  Kill  Correctional  Facility 

Gabrielle  Kersaint 
Haitian  Women's  Council 

Sharol  Lewis,  M.D. 
Lutheran  Medical  Center 

Regina  Stafford- White 

Long  Island  Assoc.  for  AIDS  Care 

DeVondra  Stewart 
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Prevention,  Track  3A 


Facilitator 

Sara  Kershnar,  Harm  Reduction  Training 
Institute. 

Speakers 

Harm  Reduction/Needle  Exchange 
Joyce  Rivera 

St.  Anne's  Corner  of  Harm  Reduction 
Sara  Kershnar 

Harm  Reduction  Training  Institute 
Diana  McCague 

New  Jersey  Harm  Reduction  Coalition 
Donna  Bryant 

AIDS  Service  Center  of  Lower  Manhattan 

Prisons,  Jails  and  Work  Release 

Rev.  Liz  Mastroieni 

Bedford  Hills  Correctional  Facility 

Linda  Gang 
Iris  House 

Sex  Industry 

Joyce  Wallace 

Foundation  for  Research  on  Sexually 
Transmitted  Diseases,  Inc.  (FROST'D) 

Helena  Lewis 
CARR  Department 
Integrity  in  Newark 

Sherri  Conway/Clayton 
Motivational  Speaker 

Track  3 A,  New  Jersey  Invitees 

Christine  Blake 


Deborah  Lewis 
NJCCHF/Rutgers  University 

Mattie  Lovett 

Hyacinth  AIDS  Foundation 
Jackie  Lutke 

Jersey  City  Medical  Center 
Elena  Perez 

St.  Colomba  Neighborhood  Club 
Robin  Perez 

CARR  Program  Integrity 
Dorothy  Rains 
Sheila  Trapp 

Hyacinth  AIDS  Foundation 
Ruth  Wilson 

Track  3 A,  New  York  Invitees 

Gwen  Carter 
LifeForce 

Jacquie  Forbes 
Health  Watch 

Julia  Jones 

Bed-Stuy  Crown  Heights  HIV  Care 
Network 

Laurell  Lasenburg 

VIP  Community  Services 

Rebecca  Smith 
Project  Street  Beat 

Lee  White 
Harlem  United 
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Prevention,  Track  3B 


Facilitator 

Karen  Andrade-Mims 

Planned  Parenthood  of  Mercer  County 

Speakers 

Primary  Prevention 

Norma  Goodwin,  MD 
Health  Watch 

Martha  Chavis 

Camden  Area  Health  Education  Center 

Denise  Goodman 
Project  ACHIEVE 

Theresita  Rodriguez 
APICHA 

Nadine  Guthrie 

SUNY  Health  Science  Center 

Youth/A  dolescents 
Azadeh  Khalili 

HIV/ AIDS  Technical  Assistance  Project 

Leslie  Morris 
School-based  Clinic 
Snyder  High  School 

Elders 

Irene  Jesse-Hunt 

New  Jersey  Dept  of  Health  and  Senior 
Services 


Track  3B,  New  Jersey  Invitees 

Carmen  Rios 

Hyacinth  AIDS  Foundation 

Marilyn  Cintron 
Horizon  Health  Center 

Linda  Ivory 
Jersey  City  DOH 


Dorothy  Wojcik 

Jersey  City  Dept  of  Health 

Track  3B,  New  York  Invitees 

Angela  Cummings 

Community  Health  Care  Network 

Donna  Futterman,  MD 
Montefiore  Medical  Center 

Joyce  Hall 

Greater  Brownsville  Youth  Council 
Latania  Cobb 

Medical  and  Social  Services  for  the 
Homeless 

Sara  Gillam 

AIDS  Service  Center  Lower  Manhattan 

Li  Ma 
APICHA 

Lorraine  Taylor 

Marta  Morales 

HIV/ AIDS  Technical  Assistance  Project 

William  Murphy 

Ryan  Community  Health  Center 

Marilyn  John 
NYCDOH 

Lucille  Katz 

Office  of  Family  Planning 
USPHS/DHHS 

Pamela  Brown-Peterside 
Project  Achieve 

Erica  Zurer 

AIDS  and  Adolescent  Network  of  New 
York 
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APPendix  C 

The  1998  WOMEN  &  HIV/AIDS  SUMMIT 

September  16  &  17,  1998  Newark,  New  Jersey 


Conference 

Michelle  Anderson 

Planned  Parenthood  of  Metro  New 

Jersey 

Karen  Andrade-Mims 
Planned  Parenthood  of  Mercer 

Joann  Casado 

Latino  Commision  on  AIDS 

Gwen  Carter 

Life  Force:  Women  Fighting  AIDS 
Barbara  Chocky 

HHS,  Office  of  Regional  Director 

Marilyn  Cintron 
Horizon  Health  Center 

Angela  Cummings 

Community  Health  Care  Network 

Chris  Cynn 
HIV  Law  Project 

Jecenia  DeJesus 
PWA  Health  Group 

Maria  Diaz 

PHS  Region  II  Office  of  Population 
Affairs 

Pamela  Dole 
Spellman  Center 

Ana  Dumois 

Community  Healthcare  Network 


ing  Committee 

Soraya  Elcock 

Federation  of  Protestant  Welfare 
Agencies 

Sandra  Estepa 

PHS  Region  II  Office  on  Women's 
Health 

Maria  Favuzzi 

NYC  Department  of  Health 

Bureau  of  HIV  Prevention 

Jacquie  Forbes 
Health  Watch 

Barry  Gordon 

PHS  Region  II  Office  of  Population 
Affairs 

Beulah  Hendricks 
SUNY  Brooklyn 

Linda  Ivory 

Jersey  City  Division  of  Health 
Marilyn  John 

NYCDOH,  Bureau  of  Prevention 
Lucille  Katz 

PHS  Region  II  Office  of  Population 
Affairs 

Karen  Kun 

New  Jersey  Women  and  AIDS  Network 
Chardelle  Lassiter 

Jamaica  SE  Queens  HIV  Care  Network 
&  Outreach  Project 
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Theresa  Nieves 

Latino  Commission  on  AIDS 

Maryann  Pietrowski 
Horizon  Health  Center 

Anitra  Pivnick 

Montefiore  Women's  Center 

Suki  Terada  Ports 
Family  Health  Project 

Nilda  Rodriquez 

Maureen  Spittlehouse 

NJ  Department  of  Health  &  Senior 

Services 


Ann  Vasquez 

Steinway  Child  and  Health  Services 

Irene  Wamsler-Snow 
MS  Foundation 

Tanya  Zangaglia 
Lutheran  Medical  Center 

Cicatelli  Associates  Inc. 
Barbara  Cicatelli 
Banghee  Chi 
Kathy  Ferris 
Marialicia  Gonzalez 
Sandra  Long 
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Appendix  D 


SELECTED  DATA  ON  HTV/AIDS 


United  States  (Source:  HIV/AIDS  Surveillance  Report,  December  1998  Year-end  Edition, 
Centers  for  Disease  Control  and  Prevention) 

•  In  the  US,  a  total  of  688,200  persons  have  been  reported  with  AIDS  since  the  beginning 
of  the  epidemic.  Between  1992  and  1997,  the  number  of  persons  living  with  AIDS 
increased  in  all  groups  as  a  result  of  the  1993  expanded  AIDS  case  definition  and,  more 
recently,  improved  survival. 

•  Nationally  during  1998  (  including  the  US  possessions  and  territories),  there  were  48,269 
reported  cased  of  AIDS,  as  compared  to  60,270  during  1997. 

Of  all  the  reported  AIDS  cases  nationally  in  1998,  more  than  half  (57%)  are  located  in  the 
states  of  New  York,  California,  Florida,  Texas,  and  New  Jersey.  New  York,  with  8,714 
reported  ADDS  cases  in  1998  and  an  annual  rate  of  47.9  per  100,000  population,  is  the 
state  with  the  largest  number  of  AIDS  cases  in  the  nation;  New  Jersey  ranks  fifth  with 
2,134  reported  AIDS  cases  and  an  annual  rate  of  26.3  per  100,000  population. 

Nationally,  women  accounted  for  13.8%  of  persons  living  with  AIDS  in  1992,  compared 
withl9.1%in  1997. 

New  York  State  (Source:  AIDS  Surveillance  Quarterly  Update  through  December  1998, 
New  York  State  Department  of  Health,  Bureau  of  HIV/ADDS  Epidemiology) 

•  There  were  13 1,41 1  cumulative  number  of  AIDS  cases  reported  in  New  York  State 
through  December  1998.  Of  these,  105,854  (80%)  were  located  in  New  York  City: 
19,125  (15%)  in  upstate  New  York,  and  6,432  (5%)  in  New  York  State  prisons. 

The  cumulative  AIDS  cases  among  adults  in  New  York  State  including  prison  inmates 
is:  100,890  (78%)  AIDS  cases  among  males;  and  28,388  (22%)  AIDS  cases  among 
females. 

•  The  racial  and  ethnic  analysis  of  New  York  State  cumulative  adult  AIDS  cases  reflects: 
53,303  (41%)  African  American, 

38,440  (30%)  Hispanic, 

36,491  (28%)  White, 

764     (<1%)  Asian/Pacific  Islander, 

63      (<1%)  Native  American,  and 

217     (<1%)  Unknown. 


The  primary  mode  of  transmission  for  adult  males  living  with  AIDS  in  New  York  State  is: 

42,450  (42%)  intravenous  drug  use, 

39,65 1  (39%)  men  who  have  sex  with  men, 

3,896    (4%)  intravenous  drug  use/men  who  have  sex  with  men, 

2,439    (3%)  heterosexual  contact, 

3 92    (<  1  %)  hemophiliac, 

368    (<1%)  blood  transfusion,  and 

11,694  (12%)  unknown. 

The  primary  mode  of  transmission  for  adult  females  with  AIDS  in  New  York  State  is: 

14,856  (52%)  intravenous  drug  use, 

8,882  (3 1%)  heterosexual  contact, 

294     (1%)  blood  transfusion, 

128    (<1%)  hemophiliac,  and 

4,228  (15%)  unknown. 

New  York  City,  New  York  (Source:  Estimates  of  Persons  Living  with  AIDS  in  New  York 
City,  1998  Edition,  New  York  City  Department  of  Health,  Office  of  AIDS  Surveillance) 

•        New  York  is  the  city  with  the  largest  number  of  AIDS  cases  in  the  United  States. 

There  have  been  1 10,897  cumulative  AIDS  cases  reported  through  December  1998.  Of 
these  cases,  84,884  (77%)  have  been  among  adult  males  over  13  years  of  age  and  24,100 
(22%)  have  been  among  adult  females  over  age  13. 

A  cumulative  total  of  40,014  adults  are  living  with  AIDS  in  New  York  City:  29,900 
(75%)  males  and  1 0, 1 1 4  (25%)  females. 

The  primary  mode  of  transmission  among  adult  males  living  with  AIDS  in  New  York  City 

is: 

12,242  (41%)  intravenous  drug  use, 

1 1,255  (38%)  men  who  have  sex  with  men, 

1,605     (5%)  probable  heterosexual  contact, 

I,  195     (4%)  heterosexual  contact, 
154       (1%)  blood  transfusion,  and 
3,415  (11%)  unknown. 

The  breakdown  by  race  and  ethnicity  for  the  number  of  adult  males  living  with  AIDS  in 
New  York  City  is: 

I I,  333  (38%)  African  American, 
9,797  (33%)  Hispanic, 

8,381   (28%)  White, 

277       ( 1  %)  Asian/Pacific  Islander, 

16      (<1%)  Native  American/Alaskan,  and 

96      (<1%)  Unknown. 


The  primary  mode  of  transmission  for  adult  females  living  with  AIDS  in  New  York  City 
is: 

4,569  (45%)  intravenous  drug  use, 
3,264  (32%)  heterosexual  contact, 
748     (7%)  probable  heterosexual  contact, 
118     ( 1  %)  blood  transfusion,  and 
1,390  (14%)  unknown. 

The  racial  and  ethnic  breakdown  for  the  adult  females  living  with  AIDS  in  New  York  City 

is:  5,320  (53%)  African  American, 

3,488  (34%)  Hispanic, 

1,239  (12%)  White, 

36     (<1%)  Asian/Pacific  Islander, 

0        (0%>)  Native  American/ Alaskan,  and 

31     (<1%)  Unknown. 


New  Jersey  (Source:  New  Jersey  HTV/AIDS  Cases  reported  as  of  March  1999,  New  Jersey 
Department  of  Health  and  Senior  Services,  Bureau  of  HIV/AIDS  Epidemiology) 

There  we  38,082  cumulative  adult  AIDS  cases  reported  in  New  Jersey  through  March 
1999.  Of  the  state's  21  counties,  Essex  (11,333);  Hudson  (5,911),  Passaic  (3,236);  Union 
(2,855);  and  Middlesex  (2, 197)  counties  report  the  largest  number  of  AIDS  cases  in  New 
Jersey. 

•  Of  New  Jersey's  cumulative  AIDS  cases,  27,464  (72%)  have  been  reported  among  adult 
males  and  10,618  (28%)  have  been  reported  among  adult  females. 

The  racial  and  ethnic  breakdown  of  New  Jersey's  cumulative  ADDS  cases  among  adults 
reflects: 

20,709  (55%>)  African  American, 

10,405  (28%)  White, 

6,065  (16%)  Hispanic, 

127     (<  1  %)  Asian/Pacific  Islander,  and 

71       (<2%)  Unknown. 

•  The  primary  mode  of  transmission  for  adult  males  with  AIDS  in  New  Jersey  is: 
12,848  (47%)  intravenous  drug  use, 

7,718  (28%)  men  who  have  sex  with  men, 

1,551  (  6%)  heterosexual  transmission, 

1,469  (  5%  )  intravenous  drug  use/  men  who  have  sex  with  men, 

224  (  1%)  blood  transfusion, 

166  (1%)  hemophiliac,  and 

3,132  (12%)  unknown. 


The  primary  mode  of  transmission  for  adult  females  with  AIDS  in  New  Jersey  is: 
5,056  (49%)  intravenous  drug  use, 
3,334  (32%)  heterosexual  transmission, 
238     (2%)  blood  transfusion, 
2      (<1%)  hemophiliac,  and 
1,639(16%)  unknown. 


